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AIDS  ISSUES 


AIDS  Epidemic  and  Medicaid 


TUESDAY,  FEBRUARY  27,  1990 

House  of  Representatives, 
Committee  ON  Energy  AND  Commerce, 
Subcommittee  on  Health  and  the  Environment, 

Washington,  DC. 

The  subcommittee  met,  pursuant  to  notice,  at  9:55  a.m.,  in  room 
2123,  Rayburn  House  Office  Building,  Hon.  Henry  A.  Waxman 
(chairman)  presiding. 

Mr.  Waxman.  The  meeting  of  the  subcommittee  will  please  come 
to  order. 

With  the  President's  budget  this  year,  0MB  Director  Darman  in- 
cluded a  description  of  what  he  called  ''unfunded  liabilities  and 
contingent  risks."  He  used  those  phrases  to  describe  problems  that 
don't  appear  on  the  balance  sheet  today.  Some  are  real  debts  that 
the  Federal  Government  will  certainly  have  to  pay,  others  are  po- 
tential debts  that  we  should  be  prepared  for. 

He  forgot  one — AIDS.  If  there  ever  was  an  unfunded  liability  it 
is  this  epidemic.  Because  of  years  of  misplaced  moralizing  about 
sex  and  drugs,  the  government  has  missed  its  opportunity  to  slow 
the  spread  of  the  virus,  and  now  the  weight  of  the  inevitable  case- 
load is  coming  crashing  down  on  our  hospitals  and  our  public  fi- 
nancing programs. 

If  there  ever  was  a  contingent  risk  it  is  the  gamble  of  how  many 
of  the  estimated  1  million  infected  Americans  will  require  hospital- 
ization this  year  or  next.  Although  drugs  to  prevent  AIDS  illnesses 
are  available,  the  administration  has  made  no  plans  to  provide 
them  to  the  poor.  If  a  deliberate  decision  is  made  not  to  pay  for 
such  drugs,  we  must  prepare  now  for  the  unavoidable  costs  of 
caring  for  those  people  who  will  become  ill. 

The  sins  of  the  Reagan  prevention  policy  are  now  visited  on  the 
Bush  pajnnent  plans.  Having  missed  the  opportunity  to  get  the 
oimce  of  prevention,  we  now  have  to  pay  for  the  pounds  and 
pounds  of  cure.  Unfunded  liability  and  contingent  risks  are  fancy 
phrases  for  a  simple  truth  about  AIDS — costs  have  to  be  paid.  Tens 
of  thousands  of  Americans  have  become  ill.  Hundreds  of  thousands 
of  Americans  are  going  to  become  ill  soon.  Unless  we  are  prepared 
for  the  streets  of  New  York  to  look  like  the  streets  of  Calcutta,  we 
must  get  ready  to  provide  hospital,  nursing  home,  home  health, 
and  Hospice  care  for  these  people.  And  when  we  do,  costs  have  to 
be  paid. 
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The  President's  budget  is  constructed  as  if  these  costs  won't 
happen,  as  if  the  epidemic  is  over  already.  Many  people  are  assum- 
ing that  the  worst  is  over.  It's  not,  the  worst  is  yet  to  come. 

There  have  been  120,000  cases  of  AIDS  in  the  United  States  in 
the  last  8  years  and  the  health  care  system  in  urban  areas  has 
been  stretched  to  the  breaking  point.  The  Public  Health  Service  es- 
timates that  there  are  1  million  infected  Americans  and  that  more 
than  half  of  them  have  severely  compromised  immune  systems  al- 
ready. 

Inner  city  hospitals  are  overflowing  now.  Without  some  help 
they  will  be  overwhelmed.  Public  hospitals  are  on  the  edge  now. 
Without  some  help  they  will  be  bankrupted. 

AIDS  is  creating  a  crisis  in  access  to  health  care,  in  financing 
health  care,  and  in  delivering  health  care.  None  of  these  problems 
is  now.  All  of  them  are,  however,  made  much  worse  with  AIDS. 
And  these  problems  are  much  more  immediate  and  unforgiving 
with  the  tidal  wave  of  patients  that  now  need  and  will  continue  to 
call  up  hospitals  and  community  providers  for  help. 

Medicaid  has  become  a  principal  source  of  financing  for  this 
help.  The  Health  Care  Financing  Administration  estimates  that  40 
percent  of  all  AIDS  patients  at  some  point  become  Medicaid  benefi- 
ciaries. This  comes  about  for  a  variety  of  reasons:  most  common  is 
that  people  with  AIDS  often  lose  their  jobs  and  thus  their  insur- 
ance, and  quickly  become  poor  as  they  pay  their  health  bills. 

In  addition,  the  number  of  women  and  children  with  AIDS  is 
growing  and  the  disease  is  increasingly  concentrated  among  many 
people  who  are  the  poorest  of  the  poor  even  before  they  become 
sick. 

Along  with  almost  four  dozen  of  my  colleagues,  I  have  proposed 
legislation  to  begin  to  make  Medicaid  respond  more  effectively  to 
this  epidemic.  We  hope  to  deal  with  our  basic  problem  of  getting 
early  intervention  drug  services  to  poor  patients  while  such  serv- 
ices are  still  useful. 

We  hope  to  assist  those  hospitals  that  are  struggling  with  an 
overwhelming  caseload  of  AIDS  patients  who  depend  on  Medicaid. 
We  hope  to  begin  using  Medicaid  dollars  to  slow  the  shift  of  private 
insurance  responsibilities  onto  public  programs  and  we  hope  to  pro- 
vide good  home  care  for  children  with  AIDS. 

Clearly  these  proposals  are  not  a  panacea  for  the  health  care  de- 
livery problems  that  the  epidemic  poses.  Clearly,  we  need  to  do 
more  for  long-term  care  for  improvement  of  primary  care  for  psy- 
chosocial services  and  for  home  and  community  base  services  for 
adults. 

This  is  a  starting  point.  If  we  can  begin  by  making  these  changes 
to  the  Medicaid  system,  it  will  prolong  lives,  save  dollars,  keep  fi- 
nancially strapped  hospitals  afloat,  and  improve  care  for  people 
with  AIDS  and  all  Americans. 

If  we  do  not,  our  whole  public  health  care  system  may  be  flooded 
with  sickness,  death,  and  bad  debt,  and  the  communities  it  serves 
will  be  devastated. 

We  must  make  the  start  and  get  ready  to  pay  the  costs  of  AIDS. 

[Testimony  resumes  on  p.  16.] 

[The  text  of  H.R.  4080  follows:] 
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lOlST  CONGEESS     J  J  Af\Of\ 
2d  Session  4UoU 

To  amend  title  XIX  of  the  Social  Security  Act  to  give  States  the  option  of 
providing  for  coverage  for  certain  HIV-related  services  for  certain  individuals 
who  have  been  diagnosed  as  being  HIV-positive,  and  for  other  purposes. 


IN  THE  HOUSE  OF  REPRESENTATIVES 

Febeuaey  22,  1990 
Mr.  Waxman  (for  himseh,  Mr.  Scheuee,  Mr.  Walgeen,  Mr.  Wyden,  Mr.  Si- 
KOESKi,  Mr.  Bates,  Mrs.  Collins,  Mr.  Richaedson,  Mr.  Towns,  Mr. 
Maekey,  Mr.  Beyant,  Mr.  Panetta,  Mrs.  Boxee,  Mr.  Kildee,  Mr. 
Beilenson,  Mr.  Dwyee  of  New  Jersey,  Mr.  Beeman,  Mr.  Ackeeman, 
Mrs.  Byeon,  Mr.  Ceockett,  Mr.  de  Lugo,  Mr.  Dixon,  Mr.  Dymally, 
Mr.  Edwaeds  of  California,  Mr.  Faunteoy,  Mr.  Foglietta,  Mr.  Frank, 
Mr.  Feost,  Mr.  Fustee,  Mr.  Oilman,  Mr.  GtEeen,  Mr.  Hawkins,  Mr. 
Johnston  of  Florida,  Mr.  Kastenmeiee,  Mr.  Levine  of  California,  Mr. 
McDeemott,  Mr.  Millee  of  California,  Mr.  Payne  of  New  Jersey,  Ms. 
Pelosi,  Mr.  Rangel,  Mr.  Roybal,  Ms.  Schneidee,  Mr.  Studds,  Mr. 
Weiss,  and  Mr.  Wheat)  introduced  the  following  bill;  which  was  referred  to 
the  Committee  on  Energy  and  Commerce 


A  BILL 

To  amend  title  XIX  of  the  Social  Security  Act  to  give  States 
the  option  of  providing  for  coverage  for  certain  HIV-related 
services  for  certain  individuals  who  have  been  diagnosed  as 
being  HTV-positive,  and  for  other  purposes. 

1  Be  it  enacted  by  the  Senate  and  House  of  Representa- 

2  tives  of  the  United  States  of  America  in  Congress  assembled, 
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1  SECTION  1.  SHORT  TITLE. 

2  This  Act  may  be  cited  as  the  * 'Medicaid  AIDS  and  HIY 

3  Amendments  of  1990". 

4  SEC.  2.  OPTIONAL  MEDICAID  COVERAGE  OF  HIV-RELATED 

5  SERVICES  FOR  CERTAIN  HIV-POSITIVE  INDI- 

6  VIDUALS. 

7  (a)  COVEEAGE  AS  OPTIONAL,  CATEGORICALLY  NeEDY 

8  Group.— Section  1902(a)(10)(A)(ii)  of  the  Social  Security 

9  Act  (42  U.S.C.  1396a(a)(10)(A)(ii))  is  amended— 

10  (1)  by  striking  **or"  at  the  end  of  subclause  (X), 

11  (2)  by  adding  **or"  at  the  end  of  subclause  (XI), 

12  and 

13  (3)  by  adding  at  the  end  the  following  new  sub- 

14  clause: 

15  **(XII)  who  are  described  in  sub- 

16  section  (s)(l)  (relating  to  certain  HIY- 

17  positive  individuals);". 

18  (b)  Group  and  Benefit  Described. — Section  1902 

19  of  such  Act  is  amended  by  adding  at  the  end  the  following 

20  new  subsection: 

21  **(s)(l)  Individuals  described  in  this  paragraph  are  indi- 

22  viduals  not  described  m  subsection  (a)(10)(A)(i) — 

23  ''(A)  who  have  tested  positively  to  be  infected 

24  with  the  HIY  virus  and  to  have  (as  measured  through 

25  an  appropriate  indicator,  such  as  CD4-T4  cell  concen- 

26  tration  in  the  blood)  an  abnormally  low  immune  func- 

•HR  4080  IH 
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1  tion  for  which  medical  intervention  is  indicated  to  pre- 

2  vent  decline  in  such  function  or  to  prevent  opportunis- 

3  tic  diseases  related  to  AIDS  (without  regard  to  wheth- 

4  er  or  not  the  individuals  display  symptoms  of  AIDS  or 

5  opportunistic  diseases  related  to  AIDS); 

6  "(B)  whose  income  (as  determined  under  the 

7  State  plan  under  this  title  with  respect  to  disabled  indi- 

8  viduals)  does  not  exceed  the  maximum  amount  of 

9  income  a  disabled  individual  described  in  subsection 

10  (a)(10)(A)(i)  may  have  and  obtain  medical  assistance 

11  under  the  plan;  and 

12  ''(C)  whose  resources  (as  determined  under  the 

13  State  plan  under  this  title  with  respect  to  disabled  indi- 

14  viduals)  does  not  exceed  the  maximum  amount  of  re- 

15  sources  a  disabled  individual  described  in  subsection 

16  (a)(10)(A)(i)  m.ay  have  and  obtain  medical  assistance 

17  under  the  plan. 

18  ''(2)  For  purposes  of  subsection  (a)(10),  the  term  'HTV- 

19  related  services'  means  each  of  the  following  services — 

20  ''(A)  prescribed  drugs, 

21  ''(B)  physicians'  services  and  services  described  in 

22  section  1905(a)(2), 

23  "(C)  laboratory  and  X-ray  services, 

24  "(D)  clinic  services,  and 


•HR  4080  ffl 
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1  ''(E)  case  managempt  services  (as  defined  in  sec- 

2  tion  1915(g)(2)), 

3  relating  to  treatment  of  infection  with  the  HIV  virus  or  treat- 

4  ment  for  (or  prevention  of)  opportunistic  diseases  relating  to 

5  AIDS. 

6  *'(3)  In  this  subsection: 

7  "(A)  The  term  'AIDS'  means  acquired  immune 

8  deficiency  syndrome. 

9  "(B)  The  term  'HIV  virus'  means  the  etiologic 

10  agent  for  AIDS.". 

11  (c)  Limitation  on  Benefits. — Section  1902(a)(10)  of 

12  such  Act  is  amended,  in  the  matter  following  subparagraph 

13  (E)— 

14  (1)  by  striking  "and"  before  "(X)",  and 

15  (2)  by  inserting  before  the  semicolon  at  the  end 

16  the  following:  ",  and  (XI)  the  medical  assistance  made 

17  available  to  an  individual  described  in  subsection  (s)(l) 

18  who  is  eligible  for  medical  assistance  only  because  of 

19  subparagraph  (A)(ii)(XI)  shall  be  limited  to  medical  as- 

20  sistance  for  HIV-related  services  (described  in  subsec- 

21  tion  (s)(2))". 

22  (d)  CONFOEMING  EXPANSION  OF  CaSE  MANAGEMENT 

23  Seevices  Option. —Section  1915(g)(1)  of  such  Act  (42 

24  U.S.C.  1396n(g)(l))  is  amended  by  inserting  "or  to  individ- 
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1  uals  described  in  section  1902(s)(l)(A)"  after  "or  with 

2  either,". 

3  (e)  CONFOKMING  AMENDMENT. — Section  1905(a)  of 

4  such  Act  (42  U.S.C.  1396d(a))  is  amended— 

5  (1)  by  striking  ''or"  at  the  end  of  clause  (viii), 

6  (2)  by  adding  *'or"  at  the  end  of  clause  (ix),  and 

7  (3)  by  inserting  after  clause  (ix)  the  following  new 

8  clause: 

9  "(x)  individuals  described  in  section  1902(s)(l),". 

10  (f)  Effective  Date. — The  amendments  made  by  this 

11  section  shall  apply  to  medical  assistance  furnished  on  or  after 

12  January  1,  1991. 

13  sec.  3.  optional  state  coverage  of  home  or  commu- 

14  nity-based  services  to  certain  children 

15  with  aids. 

16  (a)  State  Option  Peovided. — Section  1905(a)  of  the 

17  Social  Security  Act  (42  U.S.C.  1396d(a)),  as  amended  by 

18  section  6405  of  the  Omnibus  Budget  Eeconcihation  Act  of 

19  1989,  is  amended — 

20  (1)  m  paragraph  (21),  by  striMng  "and"  at  the 

21  end, 

22  (2)  by  redesignating  paragraph  (22)  as  paragraph 

23  (23),  and 

24  (3)  by  inserting  after  paragraph  (21)  the  following 

25  new  paragraph: 


•HE  4080  ffl 
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1  ''(22)  home  or  community-based  services  (as  de- 

2  scribed  in  section  1915(c)(1))  for  children  who — 

3  "(A)  have  not  attained  the  age  of  18  years, 

4  and 

5  ''(B)  have  been  diagnosed  as  having  acquired 

6  immune  deficiency  syndrome  (AIDS);". 

7  (b)  Optional  Eligibility  foe  Certain  Chil- 

8  DREN.— Section  1902(a)(10)(A)(ii)  of  such  Act  (42  U.S.C. 

9  1396(a)(10)(A)(ii)),  as  amended  by  section  2  of  this  Act,  is 

10  amended — 

11  (1)  by  striking  **or"  at  the  end  of  subclause  (XI), 

12  (2)  by  adding  ''or"  at  the  end  of  subclause  (XII), 

13  and 

14  (3)  by  adding  at  the  end  the  following  new  sub- 

15  clause: 

16  "(XrH)   who   would  be  eligible 

17  under  the  State  plan  under  this  title  if 

18  they  were  in  a  medical  institution,  who 

19  have  not  attained  the  age  of  18  years, 

20  and  who  have  been  diagnosed  as  having 

21  acquired  immune  deficiency  syndrome;". 

22  (c)  Conforming  Amendments. — Section  1902  of 

23  such  Act  is  further  amended — 

24  (1)  in  subsection  (a)(10)(C)(iv),  by  striking  "(20)" 

25  and  inserting  "(22)",  and 
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1  (2)  in  subsection  (j),  by  striking  ''(21)"  and  insert- 

2  ing  ''(23)". 

3  (d)  Effective  Date. — The  amendments  made  by  this 


4  section  shall  apply  to  services  furnished  on  or  after  January 

5  1,  1991,  without  regard  to  whether  or  not  final  regulations  to 

6  carry  out  such  amendments  have  been  promulgated  by  such 

7  date. 

8  SEC.  4.  ADJUSTMENT  IN  PAYMENTS  TO  HOSPITALS  FOR  INDI- 


9  VIDUALS  WITH  AIDS. 

10  (a)  In  Geneeal. — Section  1923  of  the  Social  Security 

11  Act  (42  U.S.C.  1396r-4)  is  amended— 

12  (1)  in  subsection  (a)(2),  by  adding  at  the  end  the 

13  ■      following  new  subparagraph: 

14  "(C)  In  order  to  be  considered  to  have  met  such 

15  requirement  of  section  1902(a)(13)(A)  as  of  July  1, 

16  1991,  the  State  must  submit  to  the  Secretary  by  not 

17  later  than  April  1,  1991,  a  State  plan  amendment 

18  that— 

19  "(i)  specifically  defines,  for  purposes  of  sub- 

20  section  (f),  the  hospitals  to  be  treated  as  dispro- 

21  portionate  share  hospitals  (and  includes  in  such 

22  definition  any  disproportionate  share  hospital  de- 

23  scribed  in  subsection  (b)(1)  which  meets  the  re- 

24  quirement  of  subsection  (d)),  and 
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1  "(ii)  provides,  effective  for  inpatient  hospital 

2  services  provided  not  later  than  July  1,  1991,  for 

3  an  appropriate  increase  in  the  amount  of  pa3nnent 

4  for  such  services  provided  by  such  hospitals,  con- 

5  sistent  with  subsection  (f)."; 

6  (2)  in  subsection  (b)(1),  by  striking  "subsection 

7  (a)(1)"  and  inserting   subsection  (a)"; 

8  (3)  in  subsection  0;)(1),  by  inserting  ''(other  than 

9  paragraph  (1)(C)  thereof)"  after  ''subsection  (a)";  and 

10  (4)  by  adding  at  the  end  the  following  new  sub- 

1 1  section: 

12  "(f)  Additional  Payment  Adjustment  foe  Hospi- 

13  TALS  With  Dispeopoetionate  Shaee  of  Inpatients 
-14  With  AIDS.— 

15  "(1)  Payment  adjustment. — In  the  case  of  a 

16  hospital  described  in  paragraph  (2),  in  order  to  be  con- 

17  sistent  with  this  subsection,  a  payment  adjustment 

18  must  be  made  in  an  amount  equal  to  at  least  25  per- 

19  cent  of  the  amount  otherwise  paid  under  the  plan 

20  (taking  into  account  pa3rment  adjustments  otherwise 

21  made  consistent  A^ith  subsection  (c))  to  the  hospital 

22  with  respect  to  inpatient  hospital  services  provided  to 

23  individuals  diagnosed  with  acquired  immune  deficiency 

24  syndrome  (AIDS). 
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1  "(2)    Hospitals    with  dispeopoetionate 

2  SHAEE   OF  inpatients  WITH  AIDS  DESCEIBED. — A 

3  hospital  is  described  in  this  paragraph  if  the  hospital — 

4  "(A)  is  treated  under  the  plan  as  a  disproportion- 

5  ate  share  hospital  (or,  but  for  subsection  (e),  would  be 

6  deemed  to  be  a  disproportionate  share  hospital  under 

7  subsection  (b)), 

8  **(B)  during  the  most  recent  previous  calendar 

9  year  for  which  data  are  available,  had  a  number  of  ad- 
10  missions  as  inpatients  of  individuals  who  have  been  di- 
ll agnosed  as  having  acquired  immune  deficiency  syn- 

12  drome  (AIDS)  (regardless  of  the  reason  for  admission 

13  or  source  of  payment)  which  exceeds  250  (or  such 

14  lesser  number  as  the  State  may  specify)  or  which  ex- 

15  ceeds  20  percent  (or  such  lesser  percentage  as  the 

16  State  may  specify)  of  the  total  number  of  admissions 

17  for  that  year,  and 

18  **(C)  has  made  a  reasonable  effort  to  reduce  the 

19  unnecessary  admission  as  inpatients  of  at  least  some  of 

20  such  individuals  through  one  or  more  arrangements  for 

21  care  through  any  one  of  the  following:  a  provider 

22  (which  may  be  the  hospital  itself)  that  receives  funds 

23  under  section  317(j)(2),  318(c),  329,  330,  340,  509A, 

24  or  1001  of  the  Public  Health  Service  Act  or  title  V  of 

25  this  Act  or  an  entity  (which  may  be  the  hospital  itself) 
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1  that  has  under  any  appropriations  Act  received  funds 

2  as  a  comprehensive  hemophiha  treatment  center  or  as 

3  an  AIDS  service  demonstration  project.". 

4  (b)  Clarifying  Amendment. — Section  1902(h)  of 

5  such  Act  (42  U.S.C.  1396a(h))  is  amended  by  inserting 

6  ''(under  section  1923  or  otherwise)"  after  ''under  this  title". 

7  (c)  Effective  Date. — The  amendments  made  by  this 

8  section  shall  take  effect  on  the  date  of  the  enactment  of  this 

9  Act. 

10  SEC.  5.  PROVIDING  FEDERAL  MEDICAL  ASSISTANCE  FOR  PAY- 

11  MENTS  FOR  PREMIUMS  FOR  "COBRA"  CONTINU- 

12  ATION  COVERAGE  FOR  HIV-POSITIVE  INDIVID- 

13  UALS. 

14  (a)  Optional  Payment  of  COBRA  Premiums  for 

15  Qualified  COBRA  Continuation  Beneficiaries. — 

16  Section  1902  of  the  Social  Security  Act  (42  U.S.C.  1396a)  is 

17  amended — 

18  (1)  in  subsection  (a)(10) — 

19  (A)  by  striking  "and"  at  the  end  of  subpara- 

20  graph  (D), 

21  (B)  by  adding  "and"  at  the  end  of  subpara- 

22  graph  (E), 

23  (C)  by  inserting  after  subparagraph  (E)  the 

24  following  new  subparagraph: 
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1  ''(F)  at  the  option  of  a  State,  for  making 

2  medical  assistance  available  for  COBRA  premi- 

3  ums  (as  defined  in  subsection  (t)(2))  for  qualified 

4  COBRA  continuation  beneficiaries  described  in 

5  section  1902(t)(l);",  and 

6  (D)  in  the  matter  following  subparagraph  (E), 

7  as  amended  by  section  2(c)  of  this  Act,  by  striking 

8  "and"  before  **(XI)"  and  by  inserting  before  the 

9  semicolon  at  the  end  the  following:      and  (XII) 

10  the  medical  assistance  made  available  to  an  indi- 

11  vidual  described  in  subsection  (t)(l)  who  is  eligible 

12  for  medical  assistance  only  because  of  subpara- 

13  graph  (F)  shall  be  limited  to  medical  assistance  for 

14  COBRA  continuation  premiums  (as  defined  in 

15  subsection  (t)(2))";  and 

16  (2)  by  adding  after  subsection  (s),  as  added  by  sec- 

17  tion  2(b),  the  following  new  subsection: 

18  '*(t)(l)  Individuals  described  in  this  paragraph  are  indi- 

19  viduals — 

20  *'(A)  who  have  tested  positively  to  be  uifected 

21  with  the  HEY  virus  (as  defmed  in  subsection  (s)(3)(B)), 

22  ''(B)  who  are  entitled  to  elect  COBRA  continu- 

23  ation  coverage  (as  defined  m  paragraph  (3)), 

24  "(C)  whose  income  (as  determined  under  section 

25  1612  for  purposes  of  the  supplemental  security  income 
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1  program)  does  not  exceed  100  percent  of  the  official 

2  poverty  line  (as  defined  by  the  Office  of  Management 

3  and  Budget,  and  revised  annually  in  accordance  with 

4  section  673(2)  of  the  Omnibus  Budget  BeconciHation 

5  Act  of  1981)  appHcable  to  a  family  of  the  size  in- 

6  volved,  and 

7  "(D)  whose  resources  (as  determined  under  sec- 

8  tion  1613  for  purposes  of  the  Supplemental  security 

9  income  program)  do  not  exceed  twice  the  maximum 

10  amount  of  resources  that  an  individual  may  have  and 

11  obtain  benefits  under  that  program. 

12  ''(2)  For  purposes  of  subsection  (a)(10)(r),  the  term 

13  'COBB A  premiums*  means  the  appHcable  premium  imposed 

14  with  respect  to  COBBA  continuation  coverage. 

15  **(3)  In  this  subsection,  the  term  'COBBA  continuation 

16  coverage'  means  coverage  under  a  group  health  plan  provid- 

17  ed  pursuant  to  title  XXTE  of  the  Pubhc  Health  Service  Act, 

18  section  4980B  of  the  Internal  Bevenue  Code  of  1986,  or  title 

19  VI  of  the  Employee  Betirement  Income  Security  Act  of 

20  1974. 

21  ''(4)  Notwithstanding  subsection  (a)(17),  for  individuals 

22  described  in  paragraph  (1)  who  are  covered  under  the  State 

23  plan  by  virtue  of  subsection  (a)(10)(A)(ii)(XD — 

24  **(A)  the  income  standard  to  be  applied  is  the 

25  income  standard  described  in  paragraph  (1)(C),  and 
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1  "(B)      except      as      provided      in  section 

2  1612(b)(4)(B)(ii),  costs  incurred  for  medical  care  or  for 

3  any  other  tjrpe  of  remedial  care  shall  not  be  taken  into 

4  account  in  determining  income. 

5  Any  different  treatment  provided  under  this  paragraph  for 

6  such  individuals  shall  not,  because  of  subsection  (a)(17),  re- 

7  qxiire  or  permit  such  treatment  for  other  individuals.". 

8  (b)  Conforming  Amendment. — Clause  (x)  of  section 

9  1905(a)  of  such  Act  (42  U.S.C.  1396d(a)),  as  inserted  by  sec- 

10  tion  2(d)  of  this  Act,  is  amended  by  inserting  "or  section 

11  1902(t)(l)"  after  "1902(a)(1)". 

12  (c)  Effective  Date. — The  amendments  made  by  this 

13  section  shall  apply  to  medical  assistance  furnished  on  or  after 

14  January  1,  1991. 
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Mr.  Waxman.  Before  calling  on  our  witnesses,  I  want  to  recog- 
nize members  of  the  subcommittee  for  opening  statements,  and  rec- 
ognize Mr.  Dannemeyer  first. 

Mr.  Dannemeyer.  Thank  you,  Mr.  Waxman. 

Mr.  Chairman,  I'd  like  to  thank  you  for  holding  this  hearing.  I 
look  forward  to  the  testimony  of  our  distinguished  former  Surgeon 
General,  Dr.  Koop. 

I  also  find  it  very  interesting  by  way  of  contrast  what  we  are 
about  this  morning.  This  legislative  hearing  is  for  the  purpose  of 
establishing  legislative  need,  or  awareness,  with  a  necessity  of  Fed- 
eral tax  dollars  to  provide  drugs  to  keep  people  alive.  That  is  a 
worthy  purpose  of  this  hearing. 

It  really  says  we  have  a  major  Federal  problem  on  our  hands 
that  has  to  be  addressed  by  all  Americans — something  that  is 
beyond  the  ability  of  the  States  of  the  Union,  individually  or  collec- 
tively, through  their  actions  and  public  health  departments  to  re- 
solve. 

Yet  at  the  same  time,  what  do  we  find  the  current  policy  of  the 
U.S.  Government  to  be?  I  am  speaking  now  specifically  about  the 
U.S.  Public  Health  Service,  currently  administered  by  Dr.  Mason, 
Assistant  Director  of  Health,  and  Dr.  Sullivan,  head  of  HHS.  Their 
policy,  so  far  as  I  have  been  able  to  determine,  is  the  same  as  advo- 
cated by  Dr.  Koop.  We  support  reportability  and  contact  tracing  for 
HIV  carriers,  but  this  is  a  decision  that  should  be  left  solely  to  the 
exclusive  jurisdiction  of  the  States  of  the  Union^ — contrast  what 
we're  sa3dng. 

In  terms  of  enforcing  the  public  health  laws  of  America,  we  will 
leave  the  decision  to  the  States.  In  terms  of  dividing  the  money  to 
deal  with  the  tragic  victims  of  this  disease,  we  are  going  to  dip  into 
the  Federal  Treasury.  I  find  that  inconsistent. 

I  think  the  time  is  long  past  when  we  should  recognize  that  this 
Nation  is  facing  an  epidemic  of  major  proportions;  when  we  talk 
about  120,000  Americans  who  are  afflicted,  over  half  of  whom  have 
died — this  country  has  lost  to  this  disease  than  we  lost  in  the 
entire  Vietnam  War,  and  we  are  still  attempting  to  live  the  fiction 
that  the  Federal  response  to  this  epidemic  can  be  pursued  and 
achieved  by  permitting  State  public  health  departments  to  decide 
for  themselves  whether  or  not  they  are  going  to  follow  the  routine 
way  that  historically  our  society  has  dealt  to  control  communicable 
disease,  reportability  for  those  who  have  it,  and  contact  tracing. 
That's  nonsense.  It's  got  to  stop. 

Fortunately,  the  American  Medical  Association  last  December  in 
Hawaii,  has  finally  come  around  to  where  they  should  have  been  5 
years  ago — at  least  5  years  ago.  They  said  by  resolution,  this  is  the 
official  voice  of  organized  medicine  speaking.  Every  State  in  the 
Union  should  have  in  place  on  its  books  a  law  for  reportability  of 
HIV  carriers  and  contact  tracing. 

What  do  we  find  with  the  two  States  in  the  Union?  In  fact,  what 
do  we  find  with  11  States  in  America  with  78  percent  of  the  cases? 
They  do  not  have  this  current  process  in  effect.  My  State  of  Califor- 
nia, with  about  20  percent  of  the  cases;  and  New  York  State,  with 
the  largest  number  of  cases  in  the  Union,  does  not  mandate  that 
HIV  carriers  be  reported  to  public  health  and  the  blood  contact 
tracing.  It's  a  tragedy. 
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IVe  introduced  H.R.  3102  last  August  that  measure  as  a  corner- 
stone of  which  is  reportability  for  HIV  carriers.  It's  being  endorsed 
by  the  voices  of  organized  medicine,  the  State  public  health  au- 
thorities. In  New  York,  Massachusetts,  Maine,  South  Dakota,  Ar- 
kansas, by  the  president  of  the  Missouri  State  Society,  and  a  host 
of  medical  specialty  organizations  in  America. 

I  hope,  Mr.  Chairman,  that  at  sometime  in  this  process  a  legisla- 
tive vehicle  will  be  coming  along  whereby  I'll  have  an  opportunity 
of  attaching  that  bill  and  be  able  to  have  you  rule  or  the  House 
Clerk  rule  that  my  bill  would  pass  the  test  of  germaneness  because 
I  happen  to  believe  that  the  time  is  long  past  when  this  Nation 
should  have  a  force,  a  rule  requiring  HIV  carriers  to  be  reported  to 
public  health  and  to  do  the  contact  tracing. 

One  final  point  and  I  thank  you  for  the  indulgence. 

For  this  Nation  to  attempt  to  suggest  that  we  can  have  an  intel- 
ligent policy  for  dealing  with  the  AIDS  epidemic  by  continuing  its 
current  policy  of  letting  State  public  health  authorities  determine 
whether  they're  going  to  mandate  the  reportability  of  HIV  carriers 
is  kind  of  like  attempting  to  have  run  World  War  II  by  letting  the 
Grovemors  of  the  States  decide  whether  or  not  they  are  going  to 
send  the  citizens  of  their  States  to  defend  the  Federal  Government. 

I  thank  you  for  your  time,  Mr.  Chairman. 

[Mr.  Dannemeyer's  opening  statement  follows:] 
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OPENING      STATEMENT     OF     HON.      WILLIAM     E.  DANNEMEYER 

Last  month,  the  iivedia  reported  with  great  fanfare  the  news  that  the 
Centers  for  Disease  Control  in  Atlanta  had  revised  its  official  estiniate 
of  the  number  of  HIV  infected  Americans  downward  by  about  15%.    CDC  now 
estimates  that  the  total  number  of  cases  of  full-blown  AIDS  in  1990 
will  be  between  53,000  and  57,000,  instead  of  the  previous  projection  of 
65,000  cases. 

These  reports  have  caused  some  to  breath  a  sigh  of  relief  and  conclude 
that  the  worst  of  the  epidemic  is  behind  us,  that  we  can  laugh  about  some  of 
the  projections  of  the  total  number  of  HIV  infected  individuals  made  in  the 
mid  1980s,  and  that  we  can  devote  our  time  and  energy  to  other  issues.  It 
is  my  assessment  that  the  epidemic  is  still  very  much  with  us,  and  that 
CDC's  downward  revision  was  ill  advised. 

First,  it  now  seems  that  as  many  as  twelve  years  may  elapse  before 
infected  individuals  manifest  the  first  clinical  signs  of  AIDS,  rather  than 
previous  estimates  of  two  to  six  years.    Second,  AZT  and  other  AIDS  drugs 
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have  delayed  the  onset  of  the  symptoms  associated  with  AIDS.    Both  of  these 
developments  have  resulted  in  the  reporting  of  fewer  cases  of  full-blown 
AIDS  because  a  larger  percentage  of  the  HIV  infected  population  is  now 
asymptomatic  than  previously  believed.    A  third  factor,  not  to  be  ignored, 
is  the  vast  amount  of  underreporting  by  physicians  with  large  patient 
populations  of  HIV  infected  persons  who  do  not  require  inpatient  hospital 
care.    As  long  as  patients  can  be  treated  on  an  outpatient  basis,  many 
physicians  choose  not  to  report  and,  as  a  result,  the  total  number  of 
infected  appears  artificially  low  to  the  CDC  and  others  attenpting  to 
calculate  the  size  of  the  epidemic. 

I  would  like  to  request  that  an  article  from  the  January  30,  1990  issue 
of  the  Village  Voice  describing  the  full  extent  of  this  underreporting  be 
entered  in  the  record  at  this  point. 

The  witnesses  here  today  have  a  slightly  different  story  to  tell. 
Their  side  of  the  story  of  this  horrible  epidemic  is  reflected  in  the  CDC 
statistics  which  show  that  in  the  first  six  weeks  of  1990  there  were  5,418. 
cases  of  full-blown  AIDS  reported  nationwide,  a  71%  increase  over  the  same 
six  week  period  last  year.    For  our  nation's  beleagured  hospitals,  the 
epidemic  is  growing  more,  not  less,  severe. 

The  chairman  of  the  subcoiwni ttee ,  Mr.  Waxman,  has  introduced  H.R.  4080, 
which  attenpts  to  bring  federal  and  state  Medicaid  funds  to  low-income  HIV 
infected  individuals.     I  commend  him  for  his  effort  to  provide  relief  for 
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the  growing  number  of  HIV  infected  in  our  inner  cities  -  intravenous  drug 
users,  their  unsuspecting  sexual  partners,  and,  most  tragically,  their 
children. 

But,  H.R.  4080  may  prove  to  be  an  expensive  undertaking,  and  one  which 
may  establish  some  unsettling  precedents  for  the  overall  Medicaid  program. 
Nevertheless,  it  is  essential  that  we  examine  the  problem  and  ascertain  what 
assistance  is  feasible,  given  the  overall  budgetary  constraints  we  face.  We 
must  pay  attention,  too,  to  the  resolution  endorsed  last  year  by  49 
governors  that  calls  for  a  two  year  freeze  on  new  expansions  of  the  Medicaid 
program. 

I  hope  that  it  is  possible  to  demonstrate  that  these  changes  to  the 
Medicaid  program  will  result  in  real  savings  to  the  program.    After  all,  it 
is  essential  that  we  find  a  way  to  deliver  life-prolonging  drugs  such  as  AZT 
to  as  many  HIV-infected  persons  as  possible.     It  is  also  crucial  that 
individuals  receive  the  benefits  of  these  drugs  as  early  as  possible, 
especially  during  their  asymptomatic  period.    Doing  this,  of  course, 
requires  that  infected  individuals  learn  their  HIV  status  before  they 
develop  clinical  AIDS. 

I  look  forward  to  the  testimony  from  today's  witnesses. 
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Counting  Down 

I     .\/un>  AIDS  (.iises  Co  I  nrrportrd  Dui' 
j    la  Outpatient  Care.  Durs  Planning:  far 
the  Epidemic  Fall  Sliurl'.-' 
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IT  PEGGIE  EVANS 


It  the  AIDS  epidemic  up*r 
.Hunting  properly"  Thai  de- 
bele  he»wd  up  tpain  »nih 
the  report  earlier  this  momh 
of  t  prelimmar.  nudy  b>  the 
Centers  for  thsease  Control  cut- 
ting projection*  of  new  AIDS 
cases  br  about  15  per  cent  The 
new  s»tinut«— roughJy  20C.iX)0 
new  ctifs  ihrough  199;— itill 
represents  a  beallb  crisis  of 
mammoth  proportions  Vet  the 
rtduction  could  reinforce  per- 
ceptions that  the  disease  is  com- 
ing under  control  and  steer 
funding  away  from  health  care, 
research,  and  prtvenlion 

Behind  the  cut  in  expected 
AIDS  cases  is  an  even  more 
Qjastic  reduction  in  etiimaies  of 
the  number  of  people  infected 
with  HIV.  L'nty  now.  the  CDC 
has  presumed  that  ai  many  as 
one  million  to  1.5  million  Ameri- 
cans had  been  infected  by  19S5. 
baied  on  small  studies  of  nsk 
groups.  But  is  the  D«»  report 
infection  rates  an  meuurtd  by 
extrapolatiof  from  actual  cases 
reported  throuf  b  1989.  and.  at  a 
result,  the  Dunilxr  believed  to  be 
infected  has  been  cut  in  hoi/. 
This  redurtion  in  turn  has  led 
epidemiolofuts  to  trim  the  pro- 
jections for  future  cases. 

Despite  the  somewhat  circular 
nature  of  this  approach,  no  ore 
duputes  that  indeed  fewer  AIDS 
cases  were  reported  among  gay 
white  men  through  '89  than 
ongmally  expected  The  dispute 
IS  over  why  Some  experts  be- 
lieve that  changes  in  sexual  be- 
havior by  py  men  limiting  the 
spread  of  the  vuua  is  the  prima- 
ry rtaion.  Others  propose  that 
the  epi<lemic  has  been  somewhat 
ttlf-Umitini  and  that  those  moat 
ausceptible  wen  infected  eaity 
on.  Still  others  arfue  that  early 
use  oS  trtatmeott  has  delayed 
the  ODMt  of  lymptoma  and  tbua 
reduced  the  numbers  qualifyinf 
for  an  AIDS  diafDoais.  If  this 
last  camp  is  correct,  then  per- 
haps the  epidemic  has  not  been 
curbed,  but  merely  postponed— 
unleia  betur  trtatmenu  come 
alonf.  it's  assumed  most  of  these 
still  relatively  healthy  infected 
people  will  develop  the  disease 
within  a  few  years. 

On  the  other  side  are  those 
who  maintain  that  our  methods 
of  measuring  the  epidemic  are 
insufficient.  AIDS  advocates 
(Ugcd  a  dtmoettntioo  at  CDC 
baadquutan  is  Atlanta  on  Jan- 


are  Dot  bttBg  counted  brfa^ist 
the  definitiaB  of  AIDS  is  too 
narrow.  They  cite  several  ill- 
nesses widely  seen  among  IV'  us- 
ers and  women— including  a 
form  of  TB  and  several  gyneco- 
logical and  bcctenal  mfeclions— 
that  don't  qualify  a  patient  for 
an  AIDS  diagnosis  but  that  may 
be  life-lbreateoing  A  1988  New 
York  City  health  department 
study  tuattu  that  the  local 
caaakMd  aaoog  IV  uMrs  would 
bt  134  per  cast  higbeT  if  a  wider 
tasca  of  illniaaai  war*  lochuM 


m  the  definition 

'lei  ihij  battle  over  the  defin 
tion  dues.",  I  eipUiJ-.  »h>  li 
ca.'.eload  has  fallen  short  ui  uni 


par 
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smonf  ga> 
that  there  are  fewer  cases.  But 
there  also  is  eudence  that  grow- 
ing numbers  of  people  d:apio»ed 
are  not  bemg  reported  to  the 
CDC  This  is  due  tc  a  phenome- 
non that  s  scarcely  bee.i  talked 
about  in  the  press:  more  and 
more  AIDS  patients— particu- 


disnjpinr  U'  hf  trraird  at 
t  Veaimhile.  the  nse  of  the 
e  health  care  mdu8tr\  hat 
-ased  sJtematives  to  hospi- 
art  There  is  little  precise 
o»  wndespread  outpe- 
uenl  care  has  become,  but— ei 
cepi  among  indigent  patients. 
•  he  are  usually  hospiialaed  at 
the  time  of  diagriotis— most  ei- 
peru  igTM  It  IB  a  growing  trend 
One  of  the  few  pieces  o(  hard 
data  has  come  from  Vrashington 
suu.  where  the  percentage  of 
reported  case*  dinpinaf«1  as  out- 
patients rose  from  6  per  cent  in 
1982  to  about  27  per  cent  in 
1989.  In  interviews,  many  pri- 
vate doctors  in  New  York.  Lot 
Angeles.  Sar.  Frannsco.  Hous- 
ton, and  Dallas  say  that  50  per 
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plf   with  '  thai  HI.  hospitalf  and  r.  :  d<ic 
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lilrtlvie  that  removed  a  puuible  i 

cnlacuir  for  the  condition  tune  ' 
theorv  credits  the  declining  use  j  i 


■  less  than 


doctors  repiv 

•  Our  pnvelf  ph\-5irians  do  not 
report  '  sass  Pauline  Thomas, 
director  of  AIDS  lurNeiliance  for 
the  DOH  She  conside.-s  under- 
reportuip  due  lu  ojtpaiier.;  care, 
along  with  declmmg  infection 
rat«.  earl>  use  of  treatmenu-  to 
delay  AIDS,  and  a  speculated 
ouimigration  of  gay  men  to  be 
the  reasons  for  the  leveling  of 
rsported  cases  among  while  gays 
in  the  city 

Though  health  officials  de- 
pend on  hospitals  to  report, 
many  phvau  hospitals  also  say 
they  don't  register  patients  who 
us*  their  facilities  for  lab  tests 
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larly  private  patients, 
mostly  white  py  men— are  diag- 
nosed and  treated  as  outpa- 
tients Doctors  are  required  by 
law  to  report  all  cases,  but,  ac- 
cording to  interviews  with  80 
physicians  with  some  of  the 
largest  AIDS  practices  in  the 
country  and  with  scores  of  other 
health  officials  over  the  past 
year,  many  AIDS  cases  among 
outpatients  go  unreported, 
sometimes  even  after  death. 

Earlier  in  the  fpidemic,  most 
AIDS  patients  were  diag- 
nosed in  the  hospital  and 
thus  epidemiologists  considered 
hospital  records  a  reliable  meana 
of  tracking  the  epidemic  But  to- 
day, with  advances  in  monitor- 
mg  HrV'-mfection.  doctors  are 
able  to  diagnose  AIDS  earlier, 
long  before  hospitalization  is  re- 
quired At  the  same  time,  the 
use  of  AZT  and  treatments  to 
present  opp'.nunisti'  infwtioni 
means  AIDS  patients  remain 
healthier  and  can  be  treated  as 
outpatienu  for  months  and  even 


Dot*  of  their  fuU-blo«s 
AIDS  caiaa  are  traatKl  ts  outpa- 
tients for  six  months  to  two 
yean  or  loopr  after  diagnnait. 
"You  can  probably  take  care  of 
about  65  per  cent  of  initial  com- 
plications as  an  outpatient," 
uys  Douglas  Dieterich  of  Nev 
York  University  Medical  Center. 

As  a  reiuh,  Dieterich  bebevw, 
"there  probably  is  tigsificant 
underreporting.''  Most  private 
physicians  interviewed  for  this 
article  agree.  Many  lay  thtir 
outpatienta  an  only  rtportad 
when  they  require  boqirtahxa- 
tion.  New  York  doctor  Ktnseth 
Unpr  says  out  of  his  100  CDC- 
defined  AIDS  patienta,  80  have 
never  been  hoapitahied  and  ntv- 
er  been  reported.  Howard  Grow- 
man.  another  New  York  phyii- 
cian,  says  be  diagnoae*  60  to  75 
per  cent  of  bis  case*  as  outpa- 
tienu and  many  go  unreported. 
Dr  Michael  Roth  of  SanU  Mon- 
ica diagnoact  60  per  cent  u  out- 
patients and  doesn't  report. 
Richard  Conklin.  a  Houston 
doctor,  diagnotaa  70  per  cent  aa 


and  other  cart  unless  they  are 
formally  admitted  Of  more  than 
20  private  boapitals  and  lahora- 
loriet  conucted,  including  tome 
of  the  largeat  AIDS  care  facili- 
ties in  the  nation,  nearly  all 
leave  it  to  the  doctor  to  report 
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outpatienu.  Private  outpatient 
hospital  records  usually  don't  re- 
cord whether  t  patient  is  HIV- 
infecled  or  it  immune  sup- 
pressed for  lome  other  reason 
Perhaps  the  clearest  impirt  of 
underreporting  dae  to  outpa- 
tien'  care  can  be  teen  among 
patient*  with  Kaposi's  urcoma 
Rep'.rted  cases  of  KS  have  de- 
clined sharpN  over  the  past  few 
years  Thi>  mav  represent  an  ac- 
tual decline  due  u.  changes  m 


t»  5in-.pU  thai  Calient.-  with  KS 
are  r...st  often  diagnosed  as  out 
paiienu  S'I'l  s  dermatopaiho 
;  p  IsburaU'ry  prohanK  the 
citv  s  largest  facility  for  diagnos 
ing  KS  and  other  tuch  Labs 
across  the  country,  say  they 
lea>e  reporting  to  pn^ate  doc 
tors  if  AIDS  IS  the  cause  One 
San  Francisco  study  found  that 
outpatient  care  does  not  account 
for  the  decline  of  KS  in  that 
city,  though  the  researchers  also 
concluded  that  the  reason  for 
the  dKline  remains  unknown 
Jerome  Crocpman  of  Hanard 
Medical  School  and  other  physi- 
cians with  large  AIDS  caseloads 
maintain  thai  the  condition  ts 
no  lets  prevalent  and  believe 
outpatient  care  may  be  behind 
the  tuiistical  decline. 

Wnv  are  some  doctort  not  re- 
porting full-blown  AIDS 
cases  treated  as  outpa- 
tienu even  though  it's  required 
by  law''  One  obvious  reason  is 
concern  about  patients  pnvacy 
As  this  story  went  to  press  the 
scope  of  this  concern  became 
clear  «rJi  the  swelling  contro- 
versy over  whether  New  York 
City's  new  health  commissioner. 
Woodroa  .Myers  might  institute 
reporting  of  all  mfected  people 
by  name,  even  those  who  don't 
q-ualify  for  as  AIDS  diagnosis. 
Most  epidemiologists  inter- 
viewed for  this  article  felt  that 
mandatory  reporting  of  infected 
people  by  name  would  provide 
the  bett  tracking  of  the  epidem- 
ic—but  only  in  an  ideal  world. 
In  the  real  world,  they  acknowl- 
edge that  fears  over  discnmma 
tion  and  the  possibility  of  quar- 
antme  drive  people  away  from 
the  health  care  aystem.  Argu- 
ably, the  belt  surveillance  re- 
quires a  combination  of  strong 
antidiscnminauon  protections 
and  a  system  of  anonymously 
reporting  infected  people  by 
coded  numbers. 

Besides  confidentiality,  a 
more  common  reaaon  docton 
ciu  for  not  reporting  ia  that,  on 
top  of  mountains  of  paperwork 
they  already  must  compleu. 
they  limply  don't  have  time  to 
fiJl  out  the  regut.itioo  forms. 
George  L«mp  San  Francisco's 
AIDS  surveillance  chief,  recom- 
mends that  docton  be  paid  for 
the  time  spent  on  the  forms. 
The  CDC's  chief  of  AIDS  lur- 
vcillanct,  Ruth  Berkalman,  says 
perhaps  the  nporting  proei 


Earlier  in  the  epidemic,  stud- 
ies in  New  York  City  found  that 
reportmg  of  full-blown  AIDS 
cases  was  85  per  cint  complete. 
But  because  of  new  concerns 
about  underreporting,  tba  CDC 
ia  now  encouraging  itatas  to  try 
to  extend  iuiv^Uanct  to  ou 
tiant  Mttingt.  The  New  York 
City  beallb  department  will 
toon  release  a  study  on  how 
much  outpatient  care  impacu 
reportmg.  San  Francisco  is  plan- 
nmg  I  similar  study. 

rfut  tor  now.  planning  lor  me 
epidemic  is  based  on  caact  re- 
ported so  far,  and  if  indeed  out- 
patient care,  and  the  delay  in 
diagnosis  due  to  early  viae  of 
treatmenu.  are  diaguising  the 
true  extent  of  the  caseloacl.  ihu 
planning  may  fall  far  short  Tb 
uke  one  example,  cntict  uy  the 
planning  for  hospital  beds  m 
New  York  won't  meet  the  needs 
of  patienu  even  under  the  cur- 
rent projections  What  if  those 
projectiont  art  too  low?  ■ 
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Mr.  Waxman.  Mr.  Scheuer. 

Mr.  Scheuer.  Mr.  Chairman,  I  would  like  to  thank  you  and  con- 
gratulate you  for  holding  this  hearing  on  what  is  one  of  the  most 
agonizing  social  public  policy  questions  facing  our  Nation. 

What  are  we  going  to  do  about  an  illness  now  that  by  1992  or 
thereabouts,  we  will  have  175,000  victims  whose  treatment  is  esti- 
mated to  cost  up  to  $13  billion— $13  billion.  Already,  as  you  have 
suggested,  the  impact  of  AIDS  has  some  of  our  State  and  city 
health  care  systems  on  the  edge  of  a  precipice. 

In  New  York  State  and  in  New  York  City,  our  health  care 
system,  due  to  a  lot  of  causes  but  certainly  the  burden  of  AIDS 
being  preeminent  among  them,  is  on  the  point  of  collapse.  We  are 
on  the  point  of  collapse.  Our  health  care  system  simply  can't  take 
it. 

And  we  have  some  very  ugly  implications  from  the  fact  that  we 
have  limited,  and  put  a  ruthless  limit  on  the  amount  of  moneys 
that  we  spend  on  all  social  policies.  Within  the  health  care  system 
AIDS  is  sopping  up  too  many  dollars  from  preventive  health  care 
services,  from  prenatal  and  postnatal,  and  we're  in  danger  of  find- 
ing AIDS  moneys  to  help  make  the  djdng  more  comfortable  from 
moneys  that  should  be  spent  at  very  early  stages  of  life  giving  that 
life  of  that  infsmt  and  that  mother  more  promise,  more  hope  for 
the  future. 

So  we  are  stealing  from  Peter  to  pay  Paul  with  in  the  health 
care  system. 

And  as  health  care  costs  gallop  out  of  sight,  increasing  annually 
at  least  two  times  the  rate  of  the  increase  in  the  Consumer  Price 
Index,  health  care  costs  are  gobbling  up  other  costs.  Health  care 
costs,  as  they  increase,  are  making  it  more  difficult  for  us  to  face 
our  problems  of  infrastructure  in  this  country;  more  difficult  for  us 
to  face  our  problems  of  education  in  this  country.  The  $13  billion 
that  we're  estimated  to  have  to  pay  for  AIDS  in  3  or  4  years  is 
almost  twice  the  amount  that  it  would  cost  us  to  fully  fund  a  Head 
Start  program  for  every  kid  at  urgent  risk  of  education  failure  in 
this  country. 

That  gives  us  the  most  agonizing  public  policy  choices  of  where 
to  spend  our  dollars,  and  it  is  made  more  difficult  by  the  fact  that 
we  put  an  arbitrary  limit  on  the  dollars  that  are  available  for  these 
purposes.  They  are  all  worthy  purposes — education,  infrastructure, 
health;  the  31  million  uninsured  Americans  who  have  no  formal 
access  to  health  care;  as  well  as  the  claims  of  the  elderly;  as  well  as 
the  claims  of  infants  and  mothers. 

I  would  like  to  repeat  the  gist  of  testimony  that  Herbert  Stein 
gave  the  Joint  Economic  Committee  not  a  few  months  ago.  Herbert 
Stein,  a  conservative  Republican  economist  who  was  chairman  of 
President  Nixon's  Council  of  Economic  Advisers,  and  he  said  in 
effect:  We  have  a  $5  trillion  economy.  We  can  do  what  we  want  to 
do.  All  we  need  is  the  intelligence  and  the  courage  to  make  the 
choices  to  do  the  things  that  are  important  out  of  that  $5  trillion 
economy.  If  we  want  to  do  it,  we  can  do  it. 

I  say  that  we  have  to  take  care  of  these  AIDS  cases.  It's  a  most 
agonizing,  horrifjdng,  heart-rending,  prospect  that  we  face.  But  we 
can't  do  it  to  the  detriment  of  all  of  these  other  needs,  both  within 
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and  without  of  the  health  care  system  that  are  presently  competing 
for  pitifully  limited  dollars. 

We  have  to  liberate  ourselves,  unleash  ourselves,  and  look  to 
that  $5  trillion  economy  to  do  the  things  that  America  urgently 
needs  to  have  done. 

Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Scheuer. 

[Mr.  Scheuer's  opening  statement  follows:] 

Opejong  Statement  of  Represe^ttative  James  H.  Scheuer 

Mr.  Chairman,  acquired  immunodeficiency  syndrome  has  become  a  national 
crisis.  Projections  are  that  by  1992,  365,000  individuals  will  have  been  diagnosed 
with  AIDS  and  66,000  individuals  will  have  died  from  the  disease.  By  1992,  more 
than  172,000  AIDS  patients  desperately  will  require  medical  attention  that  will  cost 
up  to  $13  billion.  Where  this  money  will  come  from  is  an  issue  that  we  must  cod- 
front  now,  not  in  1992.  To  ignore  the  question  is  foolhardy  and  shortsighted  in  the 
extreme. 

Presently  there  are  two  principal  sources  of  payment  for  those  afflicted  with  the 
disease — private  health  insurance  and  Medicaid.  But  many  who  contract  AIDS  soon 
become  disabled  and  unable  to  work,  and  thereafter  lose  their  health  care  coverage. 

The  disproportionately  large  burden  that  a  very  few  States  have  had  to  endure  is 
enormous.  If  major  steps  are  not  taken  soon,  we  may  witness  the  total  collapse  of 
America's  health  care  system  as  we  now  know  it. 

The  National  Health  Care  Financing  Administration  estimates  that  currently  40 
percent  of  the  Nation's  AIDS  patients  are  enrolled  in  Medicaid.  The  few  States  re- 
sponsible for  the  lion's  share  of  AIDS  cases  are  facing  an  impending  crisis. 

New  York,  Cahfomia,  New  Jersey,  and  Texas  accoimted  for  62  percent  of  the  new 
cases  in  1988.  Currently,  Medicaid  law  requires  States  and  the  Federal  Government 
to  share  Medicaid  expenditures  according  to  a  formula  based  on  the  States'  per 
capita  income.  Without  additional  help  for  AIDS  patients,  the  medical  service  sys- 
tems in  these  States  could  face  total  collapse.  States  will  be  forced  to  take  money 
from  needed  social  services  such  as  prenatal  care  and  other  preventative  services  to 
pay  for  treatment  of  AIDS-related  illnesses.  This  only  will  make  it  more  difficult  to 
provide  desperately  needed  health  care  coverage  for  the  poor,  unemployed  and 
others  without  health  insurance. 

Mr.  Chairman,  it  is  urgent  that  we  address  this  issue  today.  I  am  very  interested 
in  what  the  witnesses  before  us  have  to  say,  and  I  hope  they  will  address  what  steps 
we  must  take  now  to  plan  for  the  future. 

Thank  you. 

Mr.  Waxman.  Mr.  Nielson. 

Mr.  Nielson.  Thank  you,  Mr.  Chairman. 

I  have  no  formal  statement  today. 

I  do  want  to  commend  you  for  having  this  hearing  and  particu- 
larly bringing  Dr.  Koop  here,  who  has  been  one  of  the  leading 
voices  in  this  area;  one  who  has  recognized  it's  a  public  health 
issue,  not  primarily  a  civil  rights  issue  as  is  being  treated  by  some 
quarters. 

We  talk  about  the  fact  that  people  get  the  AIDS  through  blood 
supply  and  through  sharing  needles.  And  those  things  we're  work- 
ing on  right  now — the  blood  supply  is  being  taken  care  of  and  we 
hope  we  can  solve  that  problem. 

We  talk  about  the  fact  that  it's  increasing  in  the  heterosexual  ac- 
tivity— about  an  84  percent  increase  in  the  last  couple  of  years. 

But  all  of  these  obscure  the  fact  that  the  great  majority  is  in  the 
homosexual  community.  I  think  the  sooner  we  recognize  that  and 
try  to  deal  with  it,  I  think  the  better  off  we  will  be. 

I  would  like  to  say  that  at  a  meeting  in  Princeton  over  the  week- 
end, which  is  our  equivalent  of  the  one  the  Democrats  have  in  the 
luxurious  hotels  in  West  Virginia,  we  were  greeted  by  a  group  of 
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students  from  Princeton  and  they  were  saying,  "AIDS,  AIDS,  we 
want  more,  a  real  commitment  to  find  a  cure."  And  I  think  that's 
true;  we  do  need  to  find  a  cure. 

We  need  to  have  FDA  get  busy  and  allow  some  of  those  things 
which  I  have  hope  to  be  used  as  soon  as  possible.  It's  a  real  prob- 
lem we  have  and  I  hope  that  we  can  solve  it. 

I  do  commend  Mr.  Dsmnemeyer  for  his  H.R.  3102  and  also  you, 
Mr.  Chairman,  for  your  bill  that  you  have  here — I  think  we  need  to 
get  on  with  it.  But  let's  treat  it  as  a  lice  issue,  treat  it  like  with  any 
other  very  epidemic  disease.  It  does  cross  State  lines;  I  agree  with 
Mr.  Dannemeyer  in  that  count. 

Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Nielson. 

Dr.  Rowland. 

Mr.  Rowland.  Thank  you,  Mr.  Chairman. 

Yesterday  I  was  in  New  York  City  with  the  National  Commission 
on  AIDS  for  site  visits  there  and  learned  that  AIDS  is  the  third 
cause  of  death  now  behind  cancer  and  heart  disease. 

The  principal  focus  was  on  the  homeless  and  their  problems  with 
AIDS.  One-third  of  the  homeless  people  in  the  city  are  known  to  be 
seropositive. 

It's  very  difficult  to  get  these  people — the  homeless — to  come  in 
for  testing.  Two  of  the  problems:  one,  confidentiality.  They  are  con- 
cerned that  if  they  are  tested  and  found  to  be  seropositive  then 
they  will  be  ostracized  from  even  the  poor  circumstances  that  they 
already  have. 

The  other  is  intimidation  by  the  system  in  trying  to  get  Medic- 
aid. Most  of  these  people  are  eligible  for  Medicaid.  But  they  tell  me 
that  the  system  is  so  intimidating  that  they  do  not  even  apply  for 
it. 

I  had  the  opportunity  to  look  at  some  of  the  efforts  that  are 
being  made  there  by  groups  to  deal  with  the  homeless  problem  and 
the  AIDS  issue.  I  went  into  flophouses,  I  went  into  the  subway 
where  these  people  live,  and  it's  almost  unbelievable,  the  circum- 
stances in  which  they  live.  And  I  asked  the  person  that  was  show- 
ing us  around,  are  you  winning  this  battle?  And  he  said,  no,  we  are 
losing  this  battle.  We  are  only  fighting  a  rear  guard  action. 

It  concerns  me  when  I  read  that  the  number  of  AIDS  cases  are 
leveling  off  in  this  country.  Mr.  Chairman,  it  is  a  disease  that 
threatens  the  very  fabric  of  our  medical  care  delivery  system. 

We  do  not  have  a  national  policy  to  deal  with  AIDS.  If  we  do  not 
develop  a  national  policy  to  deal  with  AIDS,  I  think  this  threat  to 
our  health  care  delivery  system  will  become  a  reality. 

I  want  to  express  to  you  my  appreciation  for  focusing  on  this 
issue  here  today,  and  thank  Dr.  Koop  for  being  here. 

Mr.  Waxman.  Thank  you  very  much.  Dr.  Rowland. 

[The  prepared  statement  of  Mr.  Towns  follows:] 

Opening  Statement  of  Hon,  Edolphus  Towns 

Mr.  Chairman,  I  can  think  of  no  health  issue  of  greater  importance  to  our  Nation, 
today,  than  AIDS.  New  therapies  suggest  that  early  intervention  can  prolong  life. 
Yet,  our  hospitals,  particularly,  our  public  facilities,  are  in  a  crisis  situation  as  a 
result  of  the  cost  of  treatment  associated  with  this  illness.  In  fact,  the  future  of 
many  of  our  Nation's  public  hospitals,  including  those  in  the  State  of  New  York,  are 
dependent  on  how  we  support  the  financing  of  services  for  AIDS  patients.  Certainly, 


25 


your  efforts  Mr.  Chairman,  through  H.R.  4080  will  go  a  long  way  toward  addressing 
these  financing  problems.  I  am  hopeful  that  we  will  move  quickly  to  pass  this  legis- 
lation in  the  House  and  to  enact  this  bill  this  year.  I  look  forward  to  hearing  from 
our  witnesses  this  morning  on  how  we  can  better  address  both  the  treatment  and 
the  financing  issues  involved  with  AIDS. 

Mr.  Waxman.  Dr.  Rowland  is  the  doctor  on  our  subcommittee 
but  Dr.  Koop  is  this  Nation's  doctor  because  he  has  drawn  atten- 
tion to  the  public  health  concerns  that  can  lead  to  a  healthier 
America  and  a  better  life  for  all  of  our  people. 

As  we  look  today  at  the  Medicaid  program,  Dr.  Koop,  you  saved 
more  money  in  Medicaid  than  Richard  Darman  and  David  Stock- 
man and  all  these  others,  without  cutting  services  to  the  poor,  be- 
cause you  have  highlighted  the  fact  that  we  need  to  keep  people 
from  getting  sick  in  order  to  cut  back  on  health  care  services  in  a 
much  more  intelligent  way. 

We  are  delighted  to  welcome  you  back  to  our  subcommittee  hear- 
ing today  and  since  you  were  one  of  the  leaders  in  talking  about 
the  AIDS  epidemic  and  how  to  deal  with  it,  we  thought  it  appropri- 
ate to  have  you  with  us  as  we  look  at  this  problem  now  in  terms  of 
the  aspects  of  giving  care  to  those  patients  who  need  the  care. 

STATEMENT  OF  C.  EVERETT  KOOP,  FORMER  SURGEON  GENERAL, 
PUBLIC  HEALTH  SERVICE 

Mr.  Koop.  Thank  you,  Mr.  Chairman. 

I  do  appreciate  the  opportunity  to  address  the  committee  on  cer- 
tain aspects  of  the  AIDS  epidemic.  I  am  also  grateful  to  you,  sir,  for 
your  maintaining  a  forum  for  continuing  discussion  of  this  epidem- 
ic. 

First,  may  I  remind  the  committee  that  there  are  still  several  as- 
pects of  AIDS  that  color  everything  we  say  and  do  about  the  dis- 
ease and  raise  barriers  in  dealing  with  the  epidemic  comfortably. 
AIDS  is  still  somewhat  of  a  mystery  to  most  people;  it  is  fatal,  and 
people  get  AIDS  by  doing  things  that  most  people  do  not  do  and  do 
not  approve  of. 

These  factors  still  keep  many  from  addressing  the  issues  that 
might  contain  the  epidemic  and  provide  necessary  care  for  those  af- 
flicted by  the  disease.  Instead,  frequently  our  attention  is  turned 
toward  more  volatile  issues  of  law,  of  ethics,  of  economics,  morali- 
ty, and  social  cohesion. 

The  close  of  1989  saw  117,000  recorded  diagnoses  of  AIDS,  more 
than  half  of  them  dead;  35,000  new  cases  in  1989,  and  40,000  new 
cases  predicted  for  this  year. 

The  medium  has  done  a  credible  job  of  informing  the  public  of  a 
most  complicated  disease  and  of  keeping  the  epidemic  before  them. 
I  have  been  surprised  that  the  public's  attention  could  be  held  so 
long. 

Mr.  Chairman,  since  leaving  public  office  I  have  continued  to 
travel  about  the  country  and  indeed  may,  in  some  circumstances, 
have  better  access  to  parts  of  the  health  care  system  today  than  I 
had  previously. 

I  have  become  convinced  that  the  figures  I  just  quoted  for  you 
are  underreported.  I  am  also  disappointed  to  sense  a  kind  of  com- 
placency about  the  AIDS  epidemic.  This,  I  think,  for  at  least  three 
reasons. 
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First,  there  are  those  who  interpret  the  slightly  reduced  projec- 
tions for  new  cases  this  year  as  evidence  that  the  epidemic  is  over. 
It  is  not. 

Second,  there  are  others  who  view  the  disease  as  not  their  prob- 
lem. After  all,  aren't  most  of  the  new  cases  turning  up  in  predomi- 
nantly black  and  Hispanic  intravenous  drug  abusers,  they  say? 
And  Tm  sure  that  youVe  heard  that  many  times. 

And,  third,  there  are  many  misled  by  inaccurate  assessments  in 
books  and  magazines  that  are  convinced  that  AIDS  is  not  spread 
heterosexually.  The  truth  is  that  it  is  passed  heterosexually,  male 
to  female,  and  female  to  male,  and  don't  forget  their  progeny. 

My  final  concerns,  Mr.  Chairman,  have  to  do  with  health  care 
for  persons  with  AIDS.  When  I  released  the  Surgeon  General's 
report  on  AIDS  in  October  of  1986 — a  report,  incidentally,  which  is 
still  accurate — I  said  that  the  epidemic  of  AIDS  would  impact  on 
everyone  in  America.  It  already  has  in  many  subtle  ways,  but  let 
me  speak  about  the  care  of  patients. 

In  New  York  City  it  is  estimated  that  a  quarter  of  the  hospital 
beds  are  now  occupied  by  AIDS  patients.  And  the  problem  of  babies 
with  AIDS  is  growing  by  the  day.  There  is  ample  anecdotal  evi- 
dence of  the  anger  and  the  frustration  of  families  who  cannot  get  a 
hospital  bed  for  a  loved  one  because  it  is  occupied  by  an  AIDS  pa- 
tient. 

I  think  it  was  before  this  same  committee,  Mr.  Chairman,  that  I 
predicted  this  situation  and  urged  that  it  be  prevented.  Babies  born 
with  HIV  positive,  who  eventually  develop  AIDS,  are  frequently 
addicted  to  the  drug  their  mothers  were  addicted  to  at  the  time  of 
delivery. 

In  a  city  I  visited  just  recently,  an  addicted  mother,  her  baby  less 
than  a  day  old,  walked  out  of  the  hospital  with  an  intravenous  still 
attached  to  her  arm — either  forgetting  or  not  caring  that  she  left 
her  child  behind  to  the  abandoned  State  so  many  of  these  unfortu- 
nate youngsters  inherit. 

Mr.  Chairman,  public  health  and  governmental  goals  in  the  epi- 
demic remain  the  same.  Even  as  the  situation  worsens,  and  will 
continue  to  do  so,  we  need  to  keep  the  infected  from  infecting 
others  and  where  possible,  we  must  postpone  the  onset  of  opportun- 
istic disease  and  treat  it  in  settings  other  than  acute  care  hospitals. 

Persons  with  AIDS  need  help — they  need  it  physically  and  finan- 
cially. Hospitals  that  have  a  disproportionate  caseload  of  AIDS 
need  help  as  well  as  an  alternative  to  hospital  care  for  AIDS 
babies,  especially  those  abandoned,  must  be  found. 

Mr.  Chairman,  much  of  what  I  have  said  this  morning  I  have 
said  over  and  over  again  for  the  last  5  years.  My  concerns  ex- 
pressed this  morning  have  yet  to  be  addressed  at  a  national  level. 
Unless  there  is  a  congressional  intervention,  the  situation  can  only 
get  worse.  Indeed,  it  is  of  critical  importance  now  in  some  urban 
areas. 

Mr.  Chairman,  if  the  transmission  of  HIV  could  be  stopped 
today — and  there  is  no  sign  of  that  happening  even  in  the  distant 
future — we  would  still  have  the  relentless  need  to  care  for  the 
more  than  a  million  HIV  positive  patients  not  yet  showing  signs  of 
this  disease. 

Thank  you,  Mr.  Chairman. 
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Mr.  Waxman.  Thank  you  very  much,  Dr.  Koop. 

As  we  look  at  trying  to  deal  ynth.  this  epidemic  it  seems  to  me  we 
have  two  preventive  measures  we  can  take.  One,  we  need  to  pre- 
vent the  spread  of  the  virus  and;  second,  for  those  who  have  the 
virus,  we  can  prevent  the  virus  from  becoming  AIDS  itself. 

Do  you  feel  that  if  we  allowed  and  provided  for  early  interven- 
tion drugs  that  people  would  be  encouraged  to  come  in  for  testing 
and  counseling  to  deal  with  their  medical  infection,  their  medicsd 
problem? 

Mr.  Koop.  I  think  that  that  already  has  been  shown  to  be  the 
case.  When  a  patient  feels  that  there  is  sufficient  reward  for  taking 
the  risk  of  losing  their  confidentiality  and  privacy  that  he  has  cher- 
ished up  until  that  point,  he  will  make  the  effort  to  do  so.  But  it  is 
very  difficult  to  encourage  someone  who  only  faces  the  ridicule  of 
society  to  take  that  risk  if  there's  no  reward. 

Mr.  Waxman.  Right  now  we  have  people  who  are  afraid  to  go  in 
for  testing  and  counseling  because  they  fear  the  breach  of  confiden- 
tiality, they  fear  the  discrimination  that  may  result.  And  in  the 
past,  they  fear  the  fact  that  there  was  nothing  they  could  do  about 
the  fact  they  were  infected  except,  perhaps,  maybe  even  face  a 
death  sentence  as  a  result  of  going  in  for  the  testing. 

Now  if  someone  goes  in  to  be  tested,  they  can  get  an  early  inter- 
vention drug  that  will  keep  them  from  developing  AIDS. 

Do  you  think  that  has  changed  in  the  whole  picture  in  terms  of 
testing  and  counseling? 

Mr.  Koop.  I  think  it  has,  sir.  And  I  think  that  in  places  where  it 
is  being  effective,  already  more  patients  are  turning  up  for  counsel- 
ing. And  not  only  is  the  early  intervention  of  drugs  in  reference  to 
the  disease  itself  but  also  substances  like  aerosol  pentamidine  and 
those  who  have  a  falling  T-cell  count  can  take  that  prophylactically 
and  prevent  the  onset  of  Pneumocystis  carinii  pneumonia,  which  is 
the  thing  that  kills  most  of  them. 

Mr.  Waxman.  Does  it  make  any  sense  for  us  as  a  society  to  put 
resources  in  for  testing  people  to  see  if  they  are  HIV  positive  and 
then  to  put  money  in  to  take  care  of  the  acute  care  that's  going  to 
be  needed  for  those  who  have  AIDS  without  providing  in  addition 
the  money  for  early  intervention  drugs  to  slow  the  progress  of  the 
disease? 

Mr.  Koop.  I  think  it's  a  package.  I  think  if  one  is  going  to  step 
into  a  more  active  testing  and  counseling,  you  have  to  provide 
those  drugs.  But  I  think  that  part  of  that  is  to  provide  the  drugs 
eventually  in  some  setting  other  than  the  acute  care  hospitS, 
which  is  what  is  causing  the  crunch  in  urban  areas  like  New  York 
that  Congressman  Scheuer  just  referred  to. 

Mr.  Waxman.  We  are  faced  with  a  crazy  catch-22  in  our  Medic- 
aid law.  To  be  eligible  for  Medicaid,  you  have  to  be  disabled.  And 
once  you're  disabled  you  get  your  health  care  bills  paid.  But  if 
you're  poor  enough  for  Medicaid  and  need  the  money  for  early 
intervention  drugs,  and  you're  not  disabled  because  early  interven- 
tion drugs  will  keep  you  from  being  disabled,  you're  not  eligible  to 
get  those  drugs  paid  for. 

That  seems  to  me  to  be  a  catch-22  that  makes  no  sense,  and  I 
urge  in  our  legislation  to  provide  Medicaid  payment  for  those 
drugs. 
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I  assume  you  would  support  that? 
Mr.  Koop.  I  do  support  that,  sir. 

Mr.  Waxman.  While  there's  evidence  that  the  rate  of  new  infec- 
tions among  white  gay  men  in  some  cities  is  going  down,  the  new 
infections  among  other  risk  groups,  other  gay  men,  drug  abusers, 
women  and  infants,  are  all  going  up. 

Why  do  you  think  this  is  so,  and  what  can  we  do  to  improve  the 
situation? 

Mr.  Koop.  I  think  we're  dealing  with  a  problem  that  education 
finds  very  difficult  to  approach.  As  I  have  testified  before  this  com- 
mittee, my  own  experience  in  dealing  with  intravenous  drug  abus- 
ers is  that  they  lead  such  fragmented,  compartmentalized  lives 
that  it  is  very  difficult  for  them  to  come  into  the  mainstream  of 
health  care  to  heed  the  warnings  about  sharing  drug  paraphernalia 
if  they're  abusing  drugs,  and  to  assume  the  responsibility  for  the 
children  that  are  born  by  the  sexual  activity  of  drug  abusers. 

As  you  know,  the  mothers  of  most  babies  with  AIDS  either  are 
themselves  drug  abusers  or  they  are  the  sexual  partners  thereof, 
which  is  one  further  proof  that  the  heterosexual  spread  of  AIDS  is 
not  something  to  be  sneezed  at. 

It  is  an  extraordinarily  difficult  subject,  and  I  think  all  that  one 
can  do  is  to  keep  after  it  to  the  best  of  one's  ability  and  hope  that 
some  will  listen.  Of  course,  if  we  could  improve  the  ability  to  treat 
those  who  are  addicted  to  IV  heroin,  for  example,  that  is  one  of  the 
best  ways  to  corral  a  patient  and  to  approach  him  in  reference  to 
the  other  problem  he  has,  namely,  AIDS  and  the  contact  tracing 
thereof. 

Mr.  Waxman.  Thank  you  very  much. 
Mr.  Nielson. 

Mr.  Nielson.  Dr.  Koop,  the  chairman  has  raised  an  interesting 
point  about  how  to  be  disabled  to  get  Medicaid.  One  of  the  provi- 
sions of  his  bill,  H.R.  4080,  defines  an  individual  who  is  asympto- 
matic, HIV  positive,  and  disabled  for  purposes  of  qualifying  for 
Medicaid.  These  individuals  must  be  distinguished  from  those  suf- 
fering from  full-blown  AIDS,  or  AIDS  related  to  complex. 

Could  this  set  a  precedent  for  establishing  Medicaid  eligibility 
based  on  a  specific  illness  or  condition? 

Mr.  Koop.  I  think  there's  the  great  risk  that  it  could  do  that,  sir. 
But  on  the  other  hand,  I  think  we're  dealing  with  a  very  unique 
situation,  and  if  the  patients  we're  talking  about  could  be  kept 
active  and  independent,  there  is  a  saving  of  funds  from  whatever 
source  they  come  in  the  long  run. 

Mr.  Nielson.  Now,  if  HIV-infected  people  could  be  made  disabled 
because  of  their  condition,  why  not  apply  that  to  cancer  and  heart 
trouble  people  who  may  be  disabled  for  all  practical  purposes  and 
yet  not  qualify  for  Medicaid  under  present  laws? 

Mr.  Koop.  I  don't  think  that  with  a  cancer  patient  if  you  ap- 
proached him  or  her  in  the  same  way  we're  talking  about  ap- 
proaching an  AIDS  patient  that  you  could  indeed  postpone  the 
sjnnptoms  of  the  disease  that  you  could  keep  the  patient  active 
longer,  that  you  could  keep  them  independent,  and  in  a  sense  post- 
pone the  final  days  of  this  terrible  syndrome  for  a  number  of  years. 

Mr.  Nielson.  .What  about  diabetes? 


29 


Mr.  Koop.  Diabetes  is  almost  the  same  situation,  except  that  we 
do  have  something  for  diabetes  until  it  gets  to  the  point  of  being 
brittle  and  very  complicated  at  the  end  of  the  disease  to  do  just 
that.  In  a  sense,  the  provision  of  insulin  for  a  diabetic  is  doing  ex- 
actly what  this  bill  proposes  that  you  do  for  AIDS  patients. 

Mr.  NiELSON.  So  you  feel  that  classifying  those  who  are  asympto- 
matic of  HIV  positive  as  disabled,  even  though  it  sets  a  precedent, 
it's  worth  it,  and  even  extends  to  other  illnesses? 

Mr.  Koop.  I'm  not  a  prophet,  sir,  but  from  where  I  sit  it  seems  to 
me  that  that  is  the  reasonable  way  to  go,  perhaps  the  only  way  to 
go  in  this  epidemic. 

Mr.  NiEUSON.  I  thank  the  chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Nielson. 

Mr.  Scheuer. 

Mr.  Scheuer.  Thank  you,  Mr.  Chairman. 

It's  a  great  pleasure  to  have  you  back  here,  Dr.  Koop.  Your  ap- 
pearances here  are  always  epic — you  always  educate  and  enlighten. 

Can  you  tell  us,  relative  to  my  remarks  about  New  York,  just 
give  us  a  sort  of  a  mole's  eye  view,  not  of  the  grand  panoramic  pic- 
ture of  our  country,  but  of  the  situation  in  the  cities  and  States 
that  have  an  overwhelmingly  disproportionate  burden  of  AIDS — 
New  York  City,  New  York  State,  New  Jersey,  California,  Texas? 

What  is  the  situation  there?  How  has  this  epidemic  affected  the 
health  care  systems  financially  in  terms  of  human  resources,  plant, 
equipment? 

And  what  do  you  see  as  a  logical  and  rational  Federal  approach, 
not  only  to  the  problem  nationally,  but  also  especially  to  the  cities 
like  New  York  City,  whose  health  care  systems  are  absolutely,  as  I 
understand  it — and  please  correct  me  if  I  am  wrong — at  the  point 
of  collapse? 

Mr.  Koop.  To  answer  your  question  properly,  sir,  would  take  a 
monograph,  but  I'll  try  to  hit  the  highlights. 

In  a  city  like  New  York,  the  health  care  system  is  affected  in  in- 
numerable ways.  First  of  all,  the  caseload  of  patients  who  are  am- 
bulatory is  very  high,  and  when  they  use  emergency  rooms  of  hos- 
pitals as  their  family  doctor,  which  is  their  custom,  they  run  into 
the  first  situation  that  has  changed  since  this  epidemic  has  been 
with  us. 

The  people  who  staff  the  emergency  rooms  are  understandably 
concerned  that  they  may  indeed  themselves  catch  this  disease — not 
by  casual  contact  but  by  catching  blood  in  a  cut  in  the  hand,  and  so 
forth.  And  as  I  talk  to  house  officers  in  some  of  the  hospitals  in 
New  York  City,  they  say,  we  know  we  are  not  giving  the  same 
quality  of  care  to  any  patients  because  we're  afraid  of  all  of  them. 
So  that's  No.  1. 

No.  2  is  some  of  those  great  hospitals  in  New  York,  Chicago,  San 
Francisco,  that  used  to  attract  the  very  best  of  our  postdoctoral 
people,  both  in  nursing  and  in  medicine,  no  longer  want  to  go 
there.  They  say,  why  go  to  a  hospital  where  25  percent  of  the  beds 
are  filled  with  the  same  diagnosis;  we  would  like  to  see  more  varie- 
ty. And  in  addition  to  that,  every  one  of  those  patients  is  a  poten- 
tial source  of  infection  to  us  should  there  be  some  kind  of  a 
mishap. 
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The  third  thing  that  happens  in  those  hospitals  is  that  the  very 
ones  which  opened  their  doors  autistically  in  the  beginning  to 
AIDS  patients  began  to  suffer  in  two  ways:  most  AIDS  patients  are 
spent  down  by  the  time  they're  admitted  and,  therefore,  they  are 
taking  care  of  patients  who  either  come  in  impoverished  or  become 
that  while  they  are  there. 

But  second,  they  have  difficulty  in  attracting  other  patients  to 
the  hospital  because  non-AIDS  patients  are  afraid  to  go  to  hospitals 
where  there  are  25  percent  of  the  beds  occupied  with  AIDS  pa- 
tients, and  they  are  also  afraid  that  maybe  their  friends  will  think 
that  that's  why  they  went  to  the  hospital.  So  there's  a  two-pronged 
problem  there. 

That  situation  has  changed  in  the  last  year — actually  since  last 
April—when  the  beds  are  now  so  filled  in  New  York  that  the  prob- 
lem has  become  a  little  bit  different.  You  can  find  an  awful  lot  by 
talking  to  a  taxi  driver  in  New  York  about  difficulties  he  had  get- 
ting his  family  to  a  hospital;  and  when  he  inquires  why  he  can't 
get  his  mother  in  to  have  her  gall  bladder  fixed  when  he  wants  to, 
he's  told,  well,  we  have  so  many  AIDS  patients  that  we  have  a  long 
waiting  list.  So  that  is  the  way  the  system  impacts  upon  the  deliv- 
ery of  health  care,  but  also  on  the  education  of  young  physicians 
which  will  be  felt  not  just  now  but  down  the  road. 

Then  when  you  talk  about  the  number  of  people  on  the  streets 
that  have  this  disease,  there  has  to  be  some  way  that  they  can  be 
counseled  to  come  to  places  where  they  get  the  kind  of  care  that 
Mr.  Waxman  was  just  talking  about.  But  further  than  that,  when 
they  have  AIDS  and  are  terminally  ill  to  have  the  assurance  that 
they  don't  have  to  be  turned  away  from  an  acute  care  hospital, 
which  is  not  where  they  belong,  but  that  there  should  be  someplace 
that  provides  terminal  care  for  AIDS  patients  which  does  not  have 
to  consist  of  more  than  shelter,  warmth,  blanket,  and  tender  loving 
care. 

Now,  you  asked  what  the  action  should  be  on  the  part  of  the  Fed- 
eral Government  in  order  to  address  some  of  these  issues — I  guess  I 
must  have  said  it  from  public  platforms  a  hundred  times  and  at 
committee  meetings  like  this  15  times,  it  seems  to  me  incredible 
that  the  Federal  Government  has  not  had  a  dialogue  with  States 
and  with  certain  municipalities  to  undertake  some  kind  of  projec- 
tion on  who  is  going  to  pay  the  cost  of  this  epidemic;  what  its  effect 
will  be  on  the  insurance  industry;  and  how  we  can  better  care  for 
terminal  patients  without  producing  all  the  disruption  of  health 
care  that  I  just  mentioned,  and  do  it  in  a  more  efficient  and  cheap- 
er fashion. 

That's  why  I  think  it's  very  important  that  anything  that  this 
committee  does  to  address  the  subject  from  a  Federal  point  of  view 
is  very  important. 

Mr.  ScHEUER.  Doctor,  let  me  just  add  the  foUowup.  You  talked 
about  other  settings. 

Can  you  tell  us  something  about  how  those  other  settings  might 
appear  where  we  could  rely  perhaps  more  on  paraprofessional 
health  care  involving  fewer  doctors  and  fewer  registered  nurses 
and  providing  the  basic  essential  services  that  you  said — heat,  light 
power,  blankets,  and  whatnot — in  an  environment  that  wasn't 
billed  at  a  cost  of  several  hundred  dollars  per  square  foot  like  a 
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hospital?  That's  an  extremely  expensive  environment  to  provide 
rather  simple  custodial  care  to  make  life  a  little  pleasanter,  a  little 
less  painful,  in  their  terminal  months. 
What  kind  of  a  setting  do  you  visualize? 

Mr.  Koop.  There  are  places  already  available  that  were  built  as 
hospitals  and  have  been  closed  or  abandoned.  There  are  military 
hospitals  that  are  in  mothballs.  The  difficulty  is  that  none  of  them 
exist  in  the  midst  of  the  urban  area  that  you're  talking  about. 

As  I  have  discussed  this  with  the  former  Commissioner  of  Health 
of  New  York,  Dr.  Steven  Joseph,  the  question  is,  how  do  you  pro- 
vide for  people  in  the  City  of  New  York,  for  example,  that  you 
would  have  to  move  maybe  40  miles  away,  what  will  substitute  for 
the  family  and  friend  support  that  they  get  that  visit  them  in  the 
hospital? 

But  I  think  it  would  be  far  cheaper  to  bus  people  40  miles  

Mr.  ScHEUER.  Send  them  by  Carrie  Cadillac. 
Mr.  Koop.  Pardon? 

Mr.  ScHEUER.  Send  them  by  Carrie  Cadillac,  for  goodness  sake. 

Mr.  Koop.  That's  a  little  expensive;  there  are  cheaper  ways. 

Mr.  ScHEUER.  The  point  is  you  could  afford  to  do  that;  the  sav- 
ings would  be  so  vast. 

Could  much  of  this  care,  or  most  of  this  care,  be  provided  by 
paraprofessionals? 

Mr.  Koop.  In  terminal  circumstances,  yes,  sir.  You  don't  need 
respirators  and  IV  lines  and  that  sort  of  stuff  when  the  patient  is 
terminal. 

And  I  think  that  when  patients  who  are  terminal  are  admitted 
to  acute  care  hospitals,  it  is  very  difficult  for  acute  care  personnel 
to  look  at  a  patient  and  say,  he's  terminal,  we're  not  going  to  do 
anything  more  than  he  needs  right  now — they  step  in  with  high 
tech,  high  cost  medicine,  and  they  prolong  it  until  the  end. 

Mr.  Waxman.  Thank  you,  Mr.  Scheuer,  time  has  expired. 

Mr.  Scheuer.  Thank  you. 

Mr.  Waxman.  Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Dr.  Koop,  welcome. 

Mr.  Koop.  Thank  you. 

Mr.  Dannemeyer.  The  issue,  among  others,  is  what  the  Federal 
Government's  policy  is,  or  should  be,  and  as  far  as  I  know  you're 
not  currently  serving  in  an  official  capacity  with  the  Federal  Gov- 
ernment; that's  a  correct  statement,  isn't  it? 

Mr.  Koop.  That  is  correct,  sir. 

Mr.  Dannemeyer.  Do  you  believe  that  I  have  correctly  stated  the 
current  policy  of  the  U.S.  Government  on  the  issue  of  reportability, 
that  it's  essentially  a  State  option? 

Mr.  Koop.  You  haven't  been  quite  accurate,  sir,  in  that  you 
always  associate,  when  you  talk  about  it,  testing  and  contact  trac- 
ing. There  are  many  States  who  require  reporting  of  persons  with 
AIDS  either  by  name  or  by  number,  but  they  don't  all  have  contact 
tracing. 

As  you  and  I  have  discussed  many  times  before,  the  problem 
with  this  disease  is  that  you  don't  have  very  much  to  offer  them  in 
contact  tracing,  especially  when  the  risk  of  their  loss  of  privacy 
and  confidentiality  is  
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Mr.  Dannemeyer.  Dr.  Koop,  the  question  is,  sir,  did  I  correctly 
state  the  current  posture  of  the  U.S.  Government  that  reportability 
is  a  State  option? 

Mr.  Koop.  That  is  true,  but  that  is  not  the  question  you  asked. 

Mr.  Dannemeyer.  My  next  question,  sir,  is,  do  you  believe  we 
have  a  Federal  problem  on  our  hands  in  terms  of  providing  funding 
for  AZT  for  persons  who  are  HIV  carriers? 

Mr.  Koop.  Absolutely. 

Mr.  Dannemeyer.  So  that's  a  Federal  responsibility,  right? 
Mr.  Koop.  I  think  it  is. 

Mr.  Dannemeyer.  Do  you  think  we  should  then  say  to  the  States 
that  want  this  Federal  money  that  as  a  condition  of  getting  this 
Federal  money  they  have  to  put  in  place  the  routine  steps  that 
have  historically  been  pursued  to  control  a  communicable  disease, 
which  now  has  been  endorsed  by  the  official  voice  of  organized 
medicine,  the  American  Medical  Association? 

Mr.  Koop.  No,  I  don't  believe  that,  sir,  because  it  doesn't  work 
quite  that  way,  Mr.  Dannemeyer.  The  official  voice  of  organized 
medicine  stated  it  in  that  direction  but  they  also  agree  a  similar 
amount  of  zeal  must  be  exerted  to  protect  the  privacy  and  confi- 
dentiality of  individuals  as  is  exerted  in  doing  the  other  things  that 
you  suggest. 

Mr.  Dannemeyer.  Dr.  Koop,  let  me  say  right  now  that  from  the 
beginning  of  our  involvement  in  this  epidemic  and  my  attempt  to 
move  the  Nation  to  treat  it  as  a  public  health  issue  and  not  a  civil 
rights  issue — what  it  currently  is  doing. 

I  have  said  repeatedly  that  who  has  what  disease  in  this  country 
is  none  of  my  business,  it's  none  of  any  member  of  Congress's  busi- 
ness, but  it  is  the  business  of  public  health  authorities  to  whom  re- 
portability  of  communicable  disease  has  been  a  historical  pursuit 
in  confidence  in  conducting  contact  tracing. 

Now  you  said  that  certain  States — the  fact  of  the  matter  is  that 
15  States  in  America  currently,  according  to  my  latest  count,  man- 
date reportability  of  HIV  carriers.  Well,  they  have  reportability  for 
HIV  carriers — 3  of  those  15,  it's  optional,  so  we  have  12  that  man- 
date reportability.  But  those  15  States  contain  8  percent  of  the 
cases,  and  of  the  2  States  with  the  biggest  share  of  the  cases — New 
York  and  California — we  are  still,  as  I  say,  not  having  in  place  the 
routine  steps  that  have  historically  been  pursued  to  control  com- 
municable disease. 

Now,  I  think  it's  an  absurdity,  sir,  to  be  honest  with  you,  that  we 
in  this  Congress  would  seriously  think  about  pursuing  a  policy  of 
expending  billions  of  dollars  to  provide  a  drug  to  keep  people  alive, 
which  I  think  is  a  humanitarian  duty  that  we  all  have  in  this  coun- 
try, and  I  want  to  make  that  clear.  But  at  the  same  time  say,  now, 
we're  not  going  to  require  that  the  States,  who  are  administering 
these  funds,  have  in  place  routine  steps  that  have  historically  been 
pursued  to  control  communicable  disease. 

Don't  you  think  there's  a  conflict  there? 

Mr.  Koop.  I  have  never  taken  the  position,  sir,  that  the  States 
should  not  report  the  existence  of  HIV  positivity  to  State  health 
departments.  I  have  differed  with  you  on  what  you  do  thereafter 
because  I  don't  share  with  you  the  enthusiasm  that  contact  tracing 
will  turn  this  epidemic  around. 
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Mr.  Dannemeyer.  Let  me  look  at  it  this  way — if  I  may  have,  Mr. 
Chairman,  additional  time — is  that  don't  you  believe  it  s  now  time 
in  the  history  of  this  epidemic  for  the  Federal  Government,  which 
essentially  defines  what  a  disease  is,  to  change  the  classification  of 
a  disease  and  fully  developed  AIDS  to  an  HIV  carrier? 

Mr.  Koop.  I  don't  think  I  understand  your  question. 

Mr.  Dannemeyer.  The  American  Academy  of  Science  several 
years  ago  recommended  that  we  just  change  how  we  categorize  or 
treat  this  epidemic,  instead  of  waiting  until  one  of  us  fully  develops 
AIDS  to  classify  that  as  a  case,  we  would  say  that  the  definition  of 
the  disease  is  an  HIV  carrier. 

Mr.  Koop.  I  don't  think  that  there  is  any  doubt  about  the  fact 
that  that's  being  done  in  most  places,  sir. 

Mr.  Dannemeyer.  Do  you  think  that's  the  policy  that  should  be 
followed  by  the  U.S.  Government,  that's  my  question? 

Mr.  Koop.  If  it  doesn't  have  strings  attached  to  it. 

Mr.  Dannemeyer.  What  strings  are  there? 

Mr.  Koop.  Well,  you've  always  attached  

Mr.  Dannemeyer.  The  CDC — wait  a  minute — the  CDC  right  now 
has  the  authority  to  define  a  disease,  correct? 

Mr.  Koop.  They  have  defined  it  as  an  infectious  disease  and  one 
which  is  sexually  transmitted. 

Mr.  Waxman.  The  gentleman's  time  has  expired.  We  will  have 
an  opportunity  of  a  second  round  if  you  so  desire. 

Dr.  Rowland. 

Mr.  Rowland.  Thank  you,  Mr.  Chairman. 

Dr.  Koop,  you've  already  expressed  the  thought  that  there  are 
mysteries  that  surround  this  disease — what  causes  it  is  constantly 
changing,  is  almost  as  though  it's  a  will-o'-the-wisp.  There's  a  pro- 
longed period  of  time  between  the  infection  of  an  individual  and 
the  manifestation  of  S5miptoms — years,  in  fact.  I  don't  know  that 
we've  had  a  disease  that  I  know  anything  about  to  deal  with  just 
like  this.  There's  so  many  ethical,  moral,  and  legal  implications  to 
this  disease,  it  seems  to  me  that  we've  never  had  to  deal  with 
before. 

An  individual  who  may  be  infected  with  this  virus  may  be  symp- 
tom-free and  continue  to  function  in  society.  It  is  a  disease  based 
on  our  present  knowledge  that  it  is  not  transmitted  by  casual  con- 
tact; it's  not  really  that  contagious  unless  you  involved  yourself  in 
certain  activities. 

I  agree  with  the  gentleman  from  California,  that  we  don't  have  a 
national  policy  at  this  point.  It  seems  to  me  that  we  should  have 
some  type  of  policy  to  address  the  confidentiality  of  people  who  are 
infected  with  this  virus  because  there's  still  a  great  deal  of  fear 
about  it  and  about  what  it  will  do. 

We  talked  about  contact  tracing.  Let  me  ask  you  this  question: 
Are  names  important  in  contact  tracing  with  this  disease? 

Mr.  Koop.  They  are  important  to  the  people  who  are  asked  to 
counsel  the  contacts  of  persons  with  AIDS,  yes;  they  are  not  impor- 
tant to  other  people. 

Mr.  Rowland.  That's  my  question  principally,  are  they  impor- 
tant to  other  people? 

It  seems  to  me  that  if  we  do  contact  tracing  with  names,  we  are 
actually  going  to  drive  the  disease  underground  to  a  large  extent. 
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We  will  not  have  people  coming  in  to  get  tested  even  in  spite  of  the 
fact  that  we  now  know  that  if  we  use  such  drugs  as  AZT  for  the 
seropositive  state  before  the  disease  develops,  it  does  give  some 
hope.  But  it  seems  to  me  we  haven't  reached  that  point  yet  that 
the  benefits  outweigh  the  loss  of  confidentiality. 

Mr.  Koop.  That's  what  I  think  most  public  health  officials  would 
agree  with  you  today  on  that  very  point. 

Mr.  Rowland.  Isn't  that  what  CDC  principally  believes? 

Mr.  Koop.  Yes,  sir. 

Mr.  Rowland.  It's  a  very  difficult  disease  for  us  to  try  to  deal 
with.  I  think  we  have  to  be  extremely  careful  in  dealing  with  it,  so 
that  we  don't  do  the  opposite  of  what  we  intend  to  do,  because  I 
think  it's  very  easy  for  us  to  do  that. 

Let  me  focus  on  one  other  area.  We  talked  about  the  urban 
areas,  and  I  mentioned  that  I  was  in  New  York  City  yesterday  and 
what's  going  on  there.  But  there  is  a  tremendous  increase  in  HIV 
in  the  rural  areas. 

In  fact,  in  my  own  State  of  Georgia,  from  1987  to  1989,  we  saw  a 
300  percent  increase  in  the  center  of  the  State  in  the  rural  areas 
principally  related  to  drug  abuse — crack  cocaine  is  into  that  area 
now.  I  just  want  to  focus  attention  on  that  to  the  extent  that  I 
don't  want  the  rural  areas  to  be  left  out  in  any  discussion  about 
the  spread  of  AIDS.  I  am  sure  you  are  aware  of  this  also,  that  that 
is  really  what's  taking  place. 

Mr.  Koop.  I  try  to  make  the  point  all  the  time  when  I'm  speak- 
ing about  this  publicly,  sir,  that  if  you  take  a  sigh  of  relief  because 
you  don't  live  in  Chicago,  Newark  or  San  Francisco,  that  those 
days  are  numbered,  because  within  this  decade  the  number  of 
rural  cases  will  exceed  those  that  are  in  the  urban  areas. 

Mr.  Rowland.  And  there  is  a  significant  increase  in  heterosex- 
ual spread  in  the  rural  areas? 

Mr.  Koop.  Yes,  sir. 

Mr.  Rowland.  Thank  you.  Dr.  Koop. 

Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you.  Dr.  Rowland, 

Do  any  members  wish  a  second  round  of  questions? 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  To  come  back  to  this  point.  Dr.  Koop,  about 
how  the  U.S.  Government  defines  the  disease  itself.  There  are  two 
ways  as  I  see  it:  One  would  be  we  could  continue  the  current  policy 
of  defining  the  disease  as  fully  developed  AIDS  with  immune 
system  deteriorated  to  the  point  where  opportunistic  diseases  con- 
front that  individual  and  cause  their  death;  or  we  could  follow  the 
recommendation  of  the  American  Academy  of  Science  which  says 
we  change  the  definition  of  the  disease  itself  to  an  HIV  carrier;  do 
you  favor  that? 

Mr.  Koop.  I  would  favor  that,  sir.  I  think  that  you  are  talking 
about  now  having  a  Federal  policy,  I  don't  think  you  should  focus 
the  necessity  for  a  Federal  policy  on  just  this  one  issue.  We  don't 
have  a  Federal  policy  on  AIDS,  period 

We've  had  the  recommendation  of  the  commission  that  was  ap- 
pointed by  the  President.  I  don't  know  what's  happened  to  all  of 
their  recommendations. 


35 


We  have  a  current  commission  that  periodically  reports  rather 
than  waiting  until  the  end  of  the  time.  There  are  ample  opportuni- 
ties for  Congress,  for  the  Executive  Branch,  to  get  together  and  es- 
tablish an  AIDS  policy  in  this  country,  and  I  think  it's  almost  10 
years  overdue. 

Mr.  Dannemeyer.  Let's  come  back  to  the  efficacy  of  contact  trac- 
ing. The  State  of  Colorado,  for  instance,  in  its  program  of  contact 
tracing  has  found  that  13  percent  of  those  who  have  been  contacted 
or  had  sexual  contact  with  an  HIV  carrier  or  somebody  with  AIDS 
were  positive  and  87  percent  were  negative.  Those  13  percent  who 
are  positive  can  then  be  counseled  and  advised  that  they  are  posi- 
tive themselves. 

Don't  you  think  that's  a  benefit  that  comes  from  contact  tracing? 

Mr.  Koop.  I've  always  said  that  was  the  case,  sir,  and  most 
people  who  find  an  individual  who  was  HIV  positive  do  follow  that 
exact  train.  But  it  is  not  mandatory  to  do  so,  and  to  make  it  man- 
datory many  public  health  people  feel  would,  as  Dr.  Rowland  has 
said,  drive  the  very  people  underground  that  you  are  trying  to 
reach  and  counsel. 

Mr.  Dannemeyer.  We  were  at  the  point  today  where,  for  in- 
stance, the  medical  societies  of  the  States  of  New  York,  Massachu- 
setts, Maine,  South  Dakota,  Arkansas,  and  West  Virginia  disagree 
with  your  statement,  because  those  medical  societies  have  all  en- 
dorsed H.R.  3102,  which  would  require  that  as  a  condition  of  States 
getting  Federal  dollars  to  deal  with  the  epidemic  they  must  put 
into  place  certain  routine  steps  to  control  the  epidemic  from 
moving  the  people  that  have  it  to  those  that  don't  want  to  have 
it — the  cornerstone  of  which  is  reportability. 

So  I  think  that  there  is  a  significant  voice,  and  I  think  New 
York's  position  is  extremely  significant,  sir,  as  we  both  know.  It 
happens  to  be  the  State  in  the  Union  with  the  largest  number  of^ 
AIDS  cases — a  little  over  20  percent.  And  when  the  voice  of  orga- 
nized medicine  in  that  State  endorses  the  bill  that  I've  talked 
about,  I  think  it  says  something  to  the  American  public  as  to  the 
fact  that  we  should  move  away  from  treating  this  as  a  civil  rights 
issue  and  not  a  public  health  issue,  and  on  this  point  of  contact 
tracing  that  you  and  I,  and  reportability — you  and  I  have  discussed 
over  the  years,  we've  been  privileged  to  discuss  the  matter. 

The  American  public  can't  understand  something,  sir.  We  in 
America,  through  our  public  health  officials,  will  conduct  a  policy 
of  mandatory  reportability  and  contact  tracing  for  curable  venereal 
disease — historically  we've  done  that  in  America,  at  the  State  level. 

And  yet  we  have  set  aside  that  policy,  which  is  designed  to  pre- 
vent the  transmissibility  of  curable  venereal  disease  from  the  in- 
fected to  the  uninfected  in  dealing  with  this  noncurable  venereal 
disease  called  the  virus  HIV.  People  can't  understand  that.  Dr. 
Koop,  they  are  confused — why  we  would  have  one  policy  for  repor- 
tability, mandatory  and  contact  tracing  for  a  curable  venereal  dis- 
ease and  yet  not  have  the  same  policy  for  a  noncurable  venereal 
disease. 

Mr.  Koop.  I  think  it's  the  term  "curable"  and  "noncurable"  on 
which  the  whole  argument  hangs.  You  have  yourself  talked  many 
times  about  the  comparison  of  this  epidemic  with  that  of  syphilis, 
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and  the  difference  is  that  we  had  tests  for  syphilis  for  17  long  years 
before  we  ever  made  it  mandatory  for  people  to  be  tested. 

Mr.  Dannemeyer.  Dr.  Koop,  you  know  as  well  as  I  do  that  before 
we  had  a  cure  for  syphilis  we  mandated  reportability  in  this  coun- 
try. 

Mr.  Koop.  No,  sir,  we  did  not. 

Mr.  Dannemeyer.  You  and  I  are  reading  the  same  history  books 
and  coming  here  for  conclusion. 

Mr.  Koop.  The  first  mandated  law  was  put  on  the  books  and  only 
then  because  we  had  a  cure  for  sjrphilis.  That  is  public  health  histo- 
ry, sir. 

Mr.  Dannemeyer.  You  are  reading  different  history  books  than  I 
am.  Dr.  Koop.  I  think  Dr.  Perrin,  in  his  book,  "Shadow  on  the 
Land,"  published,  I  think,  in  1933,  made  very  clear  what  steps  this 
Nation  should  pursue  at  that  time.  And  the  strange  thing — not 
strange,  but  the  interesting  paradox  about  it  is  the  steps  that  this 
member  on  this  subcommittee  has  been  attempting  to  get  this 
Nation  to  implement  are  nothing  more  than  what  Dr.  Perrin,  the 
former  Surgeon  General  of  the  United  States,  talked  about— the 
steps  that  we  should  take  to  control  syphilis,  and  when  it  was  an 
epidemic  in  the  country,  that  we  should  be  pursuing  today  and  put- 
ting in  place  to  control  this  new,  noncurable  venereal  disease. 

'fiiank  you  for  your  time. 

Mr.  Waxman.  The  Chair  recognizes  himself  for  a  second  round. 

Dr.  Koop,  this  hearing  was  called  for  the  purpose  of  talking 
about  the  health  care  treatment  for  people  with  AIDS,  care  of 
intervention  for  those  who  are  infected.  We  do  plan  to  have  an- 
other hearing  on  testing  and  counseling  because  we  hope  to  move 
legislation  on  that  issue. 

But  every  hearing  weVe  ever  had  on  the  question  of  AIDS,  and 
no  matter  what  aspect  we're  looking  at — Mr.  Dannemeyer's  has 
pushed  this  point  about  mandatory  reporting — and  I  just  want  you 
to  know  and  for  him  to  know,  and  others  to  know,  that  there  is  no 
Federal  mandate  for  any  disease^ — sjrphilis,  malaria,  any  disease — 
to  be  reported,  a  list  to  be  kept  for  contact  tracing  to  be  done  by 
the  States. 

The  States  have  chosen — all  50 — that  contact  tracing  for  syphilis 
because  there  is  a  cure  for  syphilis.  And  if  you  wonder  if  this  is  a 
panacea  for  the  problem,  we  re  facing  the  highest  sj^hilis  rates 
we've  had  in  40  years.  So  it's  hard  to  imagine  that  keeping  the 
names  of  people — and  you  wonder  why  some  people  want  to  keep 
those  names — but  keeping  the  names  of  people  is  suddenly  going  to 
prevent  the  disease  from  spreading,  or  keeping  the  names  of  people 
is  suddenly  going  to  prevent  AIDS  from  developing  for  those  who 
are  infected. 

The  most  shocking  thing  you've  had  to  say  today  to  me  is  that 
there  is  no  national  policy  on  AIDS.  After  10  years,  there  is  no 
Federal  policy. 

You  came  out  with  a  report  with  a  number  of  recommendations, 
and  as  I  recall.  President  Reagan  shifted  that  over  to  a  commission 
to  look  at  it  further;  and  that  commission  came  out  with  recom- 
mendations, and  then  Vice  President  Bush  endorsed  all  those  rec- 
ommendations and  said  that  he  would  recommend  them  when  he 
became  President.  Yet  we  haven't  seen  the  recommendations  from 
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the  Bush  administration  for  those  commissioned  recommendations, 
which  I  recall  were  to  make  sure  that  every  drug  addict  had  access 
to  a  drug  treatment  program;  to  make  sure  that  we  had  health 
care  for  those  people  who  needed  it;  to  make  sure  that  we  are 
going  to  prevent  this  disease  through  a  broad  education  policy. 

What  have  we  done,  since  we  don't  have  a  vaccine  to  stop  the 
spread  of  this  disease,  what  we  have  done?  And  have  we  done  an 
adequate  job  in  using  education  as  a  means — and  as  our  only 
means — to  stop  the  spread  of  the  disease? 

Do  we  have  a  national  policy  there? 

Mr.  Koop.  We  have  a  national  policy  on  education,  sir.  I  don't 
think  it  is  £is  tight  as  it  could  be,  and  its  results  have  been  disap- 
pointing. I  think  that  when  1987,  and  then  everybody  would  agree 
that  teenagers — which  was  the  target  group  that  year— never 
heard  such  explicit,  repetitive  advice  about  how  to  avoid  sexually 
transmitted  disease,  of  which  AIDS  was  one,  and  is  fatal. 

And  yet  in  1988,  infectious  sjrphilis  and  penicillin-resistant  gonor- 
rhea rose  in  the  14-  to  17-year-old  group  at  a  higher  rate  than  it 
done  in  the  previous  15  years. 

So  there  are  certain  target  groups  that  we  have  not  been  success- 
ful with  and  I  think  we  have  to  do  something  more  innovative  and 
creative  in  the  future  than  we  have  in  the  past. 

Mr.  Waxman.  You  are  absolutely  right  and  well  look  forward  on 
this  committee  as  we  have  in  the  past  years  to  try  to  develop  that 
policy  with  the  administration,  with  all  the  responsible  people  in 
government. 

I  think  it's  more  incumbent  upon  us  than  ever  before  that  we  try 
to  figure  out  what  is  the  appropriate  national  response  to  this  seri- 
ous epidemic.  And  as  we  develop  this  national  approach,  I  know 
that  we're  going  to  go  back  to  your  recommendations  and  to  your 
words  and  so  many  of  your  predictions  that  have  unfortunately 
proved  correct,  because  they  have  been  predictions  of  this  epidemic 
spreading. 

I  thank  you  very  much  for  coming  here  today  and  your  contin- 
ued leadership  in  this  issue. 
Mr.  Koop.  Thank  you,  sir. 

Mr.  Waxman.  For  the  next  witnesses  I  want  to  point  out,  as  I 
ask  them  to  come  forward,  one  of  the  unfortunate  myths  about 
HIV  AIDS  epidemic  is  that  it  is  a  problem  limited  to  New  York 
and  San  Francisco.  In  fact,  the  epidemic  has  already  hit  many 
other  cities  as  well.  While  the  populations  affected  by  the  epidemic 
seem  to  differ  from  city  to  city,  there  is  one  common  theme:  In 
each  high  incidence  community,  a  small  handful  hospitals  and 
practitioners  is  treating  the  majority  of  the  individuals  with  AIDS. 
Often  these  are  public  hospitals,  traditionally  with  the  providers  of 
last  resort,  but  in  many  cases  private  nonprofit  hospitals  are  heavi- 
ly involved. 

Our  next  panel  is  composed  of  representatives  from  three  hospi- 
tals that  serve  a  large  volume  of  AIDS  patients.  They  are  going  to 
tell  us  what  the  epidemic  looks  like  in  their  community,  how  their 
institutions  are  coping,  and  what  the  Medicaid  program  can  do  to 
help. 

Barbara  King  Loyd  is  the  Administrator  of  the  South  Florida 
AIDS  Network  at  Jackson  Memorial  Medical  Center  in  Miami.  In 
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1987,  the  most  recent  year  for  which  we  have  data,  Jackson  Memo- 
rial had  the  largest  number  of  AIDS  admissions  of  any  hospital  in 
the  country. 

Robert  Parrish  is  the  Associate  Director,  Grady  Memorial  Hospi- 
tal in  Atlanta.  In  1987,  Grady  ranked  16th  among  all  hospitals  in 
terms  of  AIDS  admissions.  On  a  personal  note,  Grady  is  also  the 
hospital  where  Allison  Leland's  twin  boys,  Cameron  George  and 
Austin  Mickey,  were  born  on  January  14,  1990. 

Richard  Conviser  represents  the  Children's  Hospital  of  New 
Jersey  in  Newark,  and  he  is  with  us  as  well  to  talk  about  the  AIDS 
impact  in  his  community. 

We  want  to  welcome  the  three  of  you  to  our  hearing  today.  \our 
prepared  statements  are  going  to  be  in  the  record  in  full.  What  we 
would  like  to  ask  each  of  you  to  do  is  to  limit  your  oral  pre^  enta- 
tion  to  no  more  than  5  minutes. 

Ms.  Loyd,  why  don't  we  start  with  you? 

STATEMENTS  OF  BARBARA  KING  LOYD,  ADMINISTRATOR,  SOUTH 
FLORIDA  AIDS  NETWORK,  JACKSON  MEMORIAL  MEDICAL 
CENTER,  ON  BEHALF  OF  THE  NATIONAL  ASSOCIATION  OF 
PUBLIC  HOSPITALS;  ROBERT  L.  PARRISH,  ASSOCIATE  DIREC- 
TOR, GRADY  MEMORIAL  HOSPITAL,  ON  BEHALF  OF  THE  NA- 
TIONAL ASSOCIATION  OF  PUBLIC  HOSPITALS;  AND  RICHARD 
CONVISER,  CONSULTANT,  CHILDREN'S  HOSPITAL  AIDS  PRO- 
GRAM, CHILDREN'S  HOSPITAL  OF  NEW  JERSEY 

Ms.  LoYD.  Good  morning,  Mr.  Chairman  and  members  of  the 
committee  and  the  subcommittee,  I  am  Barbara  King  Loyd.  I  am 
the  administrator  of  the  South  Florida  AIDS  Network,  which  is  op- 
erated by  Jackson  Memorial  Medical  Center  in  Miami,  FL.  I  am 
pleased  to  have  this  opportunity  to  discuss  the  situation  of  our 
comprehensive  AIDS  program  at  Jackson  Memorial  Hospital, 
which  primarily  serves  the  indigent  AIDS  population  in  the  Miami 
area. 

I  join  my  colleagues  in  urging  you  to  adopt  H.R.  4080,  the  Medic- 
aid AIDS  and  HIV  Amendments  of  1990.  I  also  endorse  that  you 
explore  other  ways  to  assist  our  public  hospitals  in  coping  with  the 
challenge  of  confronting  AIDS  in  the  1990s.  The  plight  of  public 
hospitals  cannot  be  emphasized  too  strongly. 

As  you  will  hear  in  my  testimony  and  from  my  colleagues  this 
meaning,  these  safety  net  institutions  are  assuming  an  incresising 
share  of  the  burden  of  treating  AIDS  patients,  at  a  time  when  the 
number  of  patients  itself  is  increasing. 

I  would  like  to  highlight  the  fact  that  you  just  mentioned  that 
i :  ckson  has  admitted  more  AIDS  patients  than  any  other  hospital 
^he  United  States.  According  to  the  1987  U.S.  Hospital  AIDS 
ey  released  last  August,  Jackson  Memorial  Hospital  admitted 

•  AIDS  patients  in  1987.  These  patients  account  for  999  admis- 
sions and  a  total  of  13,405  inpatient  days.  This  makes  Jackson  Me- 
morial Hospital  the  highest  volume  admitter  of  AIDS  patients  in 
the  country  in  1987,  and  preliminary  1988  data  now  being  analyzed 
indicates  that  we  will  likely  retain  that  dubious  honor. 

As  a  State,  Florida  has  maintained  its  rank  of  third  in  the 
Nation  of  actual  number  of  reported  AIDS  cases  since  the  begin- 


39 


ning  of  the  epidemic.  Currently,  Florida  has  9,799  cases  of  adults 
since  December  1,  1989.  It  also  maintains  its  rank  of  second  in 
States  of  the  largest  number  of  pediatric  AIDS  cases — 277.  We  have 
a  combined  total  cases  of  over  10,000. 

Almost  32  percent  of  all  cases  of  AIDS  in  Florida  occur  in  Miami. 
Miami  has  the  largest  cumulative  number  of  cases  of  AIDS  in  Flor- 
ida—3,082. 

Dade  County — unique  demographic  pattern — more  closely  re- 
flects the  pattern  of  AIDS  as  it  will  probably  develop  nationally  in 
the  future.  Forty-nine  percent  of  the  cases  occur  in  homosexual/bi- 
sexual men  and  17  percent  in  intravenous  drug  users.  Eight  per- 
cent are  in  both,  homosexual/bisexual  men  using  intravenous 
drugs. 

Strikingly,  though,  19  percent  of  Dade's  cases  are  heterosexually 
transmitted.  In  cases  of  pediatrics,  50  percent  of  all  Florida  cases 
occur  in  Dade  County.  Seventy-three  percent  of  cases  occur  in 
blacks  and  Hispanics,  44  and  29  percent  respectively. 

In  the  past  5  years.  South  Florida  AIDS  Network  has  developed  a 
remarkable  response  to  the  crisis  of  the  AIDS  epidemic  under  the 
leadership  of  Jackson  Memorial  Hospital  of  Dade  County,  FL.  In 
place  or  under  development  are  major  components  of  a  comprehen- 
sive system  of  care  for  men,  women,  and  children  with  HIV  dis- 
ease. Indeed,  the  region  has  well  demonstrated  that  it  can  meet  the 
challenge  of  service  development  on  the  crisis. 

The  epidemic  will  not  abate  in  the  foreseeable  future,  but 
through  the  efforts  of  the  hospital  and  the  South  Florida  AIDS 
Network,  it's  character  of  crisis  has  been  tamed  to  one  of  managea- 
ble anxiety. 

The  provisions  of  health  care  to  this  rapidly  growing  patient  pop- 
ulation is  an  industry-wide  dilemma  with  resources  unable  to  keep 
pace  with  the  demand. 

South  Florida  AIDS  Network  of  Miami  is  by  far  the  largest  of 
the  AIDS  care  and  treatment  networks  in  Florida  and  is  centered 
around  Jackson  Memorial  Hospital.  Despite  major  accomplish- 
ments in  the  development  of  new  resources,  a  fundamental  dilem- 
ma exists  for  Jackson — the  steadily  increasing  utilization  of  re- 
sources by  a  steadily  increasing  number  of  AIDS  patients;  the  com- 
bination will  soon  overtax  the  system. 

When  conceptualized  in  1986,  the  South  Florida  AIDS  Network 
was  designed  to  serve  600  AIDS  patients.  By  October  of  1989,  5,000 
patients  have  been  enrolled  in  the  program. 

Some  of  our  problems  is  that  the  dedicated  35-bed  inpatient  unit 
at  Jackson  Memorial  Hospital  is  routinely  filled  and  AIDS  patients 
are  hospitalized  on  all  floors  of  the  hospital.  The  daily  census  ap- 
proaches 80. 

Jackson  provides  approximately  65  percent  of  all  acute  care  to 
persons  with  AIDS  or  AIDS-related  illnesses.  A  separate  dedicated 
six-bed  unit  for  pediatric  cases  was  also  developed.  The  average 
daily  census  is  8  to  10  cases. 

JMH — Jackson  Memorial  Hospital — provides  outpatient  clinical 
services  at  a  special  immunology  clinic  located  on  the  Jackson  com- 
plex. Twenty-eight  adult  clinics  and  eight  for  children  are  held 
monthly.  An  average  of  280  patients  are  seen  monthly.  Due  to  de- 
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mands  on  the  clinic,  there  is  an  average  waiting  time  for  services 
of  6  months  for  new  patients.  There's  no  time  waiting  for  children. 

Frequent  patients  needing  care  and  access  present  themselves  in 
the  emergency  room  to  get  the  needed  medical  attention.  The  pa- 
tient can  be  seen  and  treated  or  admitted  directly  to  the  inpatient 
setting.  This  is  a  more  expensive  route  to  care  for  outpatient  clini- 
cal service  patients. 

Mr.  Waxman.  Thank  you,  Ms.  Loyd.  The  rest  of  that  statement 
is  going  to  be  in  the  record,  and  we  appreciate  your  presentation  to 
us. 

[The  prepared  statement  of  Ms.  Loyd  follows:] 
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Boston  City  Hospital 
District  of  Columbia  General  Hospital 
Harris  County  Hospital  Distnct  (Houston) 
University  of  Medicine  and  Dentistry 
of  New  Jersey  University  Hospital 
Grady  Memorial  Hospital  (Atlanta) 
Santa  Clara  Valley  Medical  Center  (San  Joset 

THE  LOS  ANGELES  CUUNTV  HOSPITALS: 
Harbor-UCLA  Medical  Center 
High  Desert  Hospital 
M.L.  King/Drew  Medical  Center 
LAC-USC  Medical  Center 
Olive  View  Medical  Center 

Parkland  Memorial  Hospital  (Dallas) 
Trijman  Medical  Center  (Kansas  City) 
San  Francisco  General  Hospital 

NEW  YORK  CITY  HEALTH  AND 
HOSPITALS  CORPORATION: 
Bellevue  Hospital  Center 
Bronx  Municipal  Hospital 
City  Hospital  at  Elmhurst  (Now  Vork  City) 
Coney  Island  Hospital 

Kings  County  Hospital  Center 
Lincoln  Medical  and  Mental  Health  Center 
Metropolitan  Hospital  Center 
North  Central  Bronx  Hospital 
Queens  Hospital  Center 
WoodhuU  Medical  and  Mental  Health 
Center  (New  York  City) 

Cook  County  Hospital 
Contra  Costa  County  Health  Services 

Brackenridge  Hospital  (Austin) 

(Indianapolis) 
Alameda  County  Health  Care  Services 
Agency  (Oakland) 
Westchester  County  Medical  Center 
Milwaukee  County  Medical  Onter 
Nassau  (bounty  Medical  Onter 
Regional  Medical  Center  at  Memphis 
University  of  New  Mexico  Hospital 
Harborview  Medical  Center.  University 
of  Washington 
Fresno  County  Valley  Medical  Center 
R.  E.  Thomason  General  Hospital 
Kern  Medical  Center  (Bakersfieldl 
University  of  Cincinnati  Hospital 
University  of  Texas  Medical  Branch 
Hurley  Medical  Center  (Flint) 
San  Bernardino  County  Medical  Center 
Riverside  General  Hospital. 
University  Medical  Center 
Spartanburg  General  Hospital 
Chanty  Hospital  at  New  Orleans 
Maricopa  Medical  Center  (Phoenix) 
St.  Louis  Regional  Medical  Center 
Memorial  Medical  Center  (Savannah,  GA) 
Amarillo  Hospital  District 
Jackson  Memorial  Hospital  (Miami) 
Pontiac  tieneral  Hospital  (Pontiac.  MI) 
St-  Paul-Ramsey  Medical  Center 

LOUISIANA  OFFICE  OF  HOSPITALS: 
E.  A.  Conway  Memorial  Hospital 

Earl  K.  Long  Memorial  Hospital 
(Baton  Rouge) 
Huey  P-  Long  Memorial  Hospital 
(Pineville,  LAt 
Lallie-Kemp  Charily  Hospital 
(Independence,  LA) 
Moss  Regional  Hospital  (Lake  Charles,  LA) 
University  Medical  Center  (Lafayette.  LA) 
Washinglon-Si.  Tammany  Chanty 
Hospital  (Bogalusa.  LA) 

T^pa  General  Hospital 
Erie  County  Medical  Center  (Buffalo) 
Prince  George's  Hospital  Center  (MD) 
University  Hospital  (Omaha,  NE) 
Quincy  City  Hospital  (Qmncy.  MA) 
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Mr.  Chairman,  Members  of  the  Committee  and 
Subcommittee,  I  am  Barbara  King  Loyd.     I  am  the 
Administrator  of  the  South  Florida  AIDS  Network,  which 
is  operated  by  Jackson  Memorial  Medical  Center 
(Jackson)   in  Miami,  Florida.     I  am  pleased  to  have  this 
opportunity  to  discuss  the  situation  of  our 
comprehensive  AIDS  program  at  Jackson,     which  primarily 
serves  the  indigent  AIDS  population  in  the  Miami  area. 

I  join  my  colleague  Robert  Parrish,  of  Grady 
Memorial  Hospital,   in  urging  you  to  adopt  H.R.  4080, 
the  "Medicaid  AIDS  and  HIV  Amendments  of  1990".     I  also 
endorse  his  message  to  you  that  we  must  explore  other 
ways  to  assist  our  public  hospitals  in  coping  with  the 
challenge  of  confronting  AIDS  in  the  1990s.     The  plight 
of  public  hospitals  cannot  be  emphasized  too  strongly. 
As  you  will  hear  in  my  testimony  and  from  my  colleague 
this  morning,  these  safety  net  institutions  are 
assuming  an  increasing  share  of  the  burden  of  treating 
AIDS  patients,  at  a  time  when  the  number  of  patients 
itself  is  increasing.    Moreover,  in  his  fiscal  year 
1990  budget,  the  President  has  proposed  $5.5  billion 
cuts  to  Medicare,  $4.1  billion  of  which  would  come  from 
hospitals.     Mr.  Chairman,  I  hope  the  example  of  the 
comprehensive  AIDS  program  developed  by  Jackson 
Memorial  Medical  Center  in  Miami,  that  I  am  here  to 
tell  you  about  today,  will  illustrate  how  one  public 
hospital  is  confronting  Lhis  formidable  challenge. 

As  you  have  just  learned  from  my  colleague  Robert 
Parrish,  Jackson  has  admitted  more  AIDS  patients  than 
any  other  hospital  in  the  United  States.     According  to 
the  1987  U.S.  Hospital  AIDS  Survey  released  last 
August,  Jackson  admitted  799  AIDS  patients  in  1987. 
These  patients  accounted  for  999  admissions  and  a  total 
of  13,405  inpatient  days.     This  made  Jackson  Memorial 
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the  highest  volume  admitter  of  AIDS  patients  in  the  country  in 
1987,  and  preliminary  1988  data  now  being  analyzed  indicates  that 
we  are  likely  to  retain  that  dubious  honor. 

In  addition,  Jackson  Memorial  treated  1,019  AIDS  outpatients 
during  9,557  visits  for  that  year.     To  accomodate  this  staggering 
demand  on  Jackson's  resources,  my  colleagues  spearheaded  the 
development  of  a  comprehensive  AIDS  program  in  an  effort  to 
coordinate  the  myriad  of  AIDS  services  available  to  people  in  the 
Miami  area,  especially  the  indigent  population.     The  South 
Florida  AIDS  Network  (the  Network)   is  the  result  of  the  efforts 
of  many  dedicated  health  care  professionals  in  Miami. 

Operated  through  offices  at  Jackson,  the  Network  offers 
patient  advocates  and  social  workers  who,  along  with  discharge 
planners,  combine  their  efforts  in  a  unique  program  that  attempts 
to  ensure  that  each  individual  receives  services  to  meet  medical, 
social  and  personal  needs.     As  of  December  1,   1989,  5,200  clients 
have  been  enrolled  in  the  Network.     Set  forth  below  is  a 
desciption  of  the  wide  variety  of  services  provided  by  the 
Network,  as  well  as  a  review  of  both  the  Network's  budget  and 
utilization  of  Network  services. 

Inpatient  Acute  Care  Services 

Jackson  Memorial  Medical  Center  is  the  only  publicly  funded 
hospital  in  Dade  County.     Jackson  provides  approximately  60%  of 
the  impatient  acute  care  to  persons  with  AIDS  (PWAs)  and/or 
related  illnesses.     A  dedicated  adult  AIDS  Unit  has  been 
established  with  a  35-bed  capacity.     A  separate  pediatric  unit 
consists  of  six  beds.     The  inpatient  pediatric  population  with 
AIDS-related  illness  averages  eight  to  ten  patients  daily.  The 
inpatient  adult  population  averages  65  to  70  per  day. 

Outpatient  Clinical  Services 

Outpatient  clinical  services  are  provided  at  the  Special 
Immunology/Oncology  Clinic  located  at  Jackson.     Services  provided 
range  from  diagnostic  and  medical  treatment,  nutritional 
guidance,  nursing,  dental  care,  obstetrical  care,  education, 
prescription/medication  dispensing,  laboratory  serviced  and 
spiritual/pastoral  support.    An  average  of  280  patients  are  seen 
monthly.     Twenty-eight  clinics  are  held  monthly  for  adults  and 
eight  for  children.     As  of  January  1,  1990,  there  is  an  average 
waiting  time  for  services  of  six  months  for  a  new  adult  patient 
to  be  seen.     There  is  no  waiting  period  for  children. 

Primary  Care 

The  Network  has  negotiated  with  six  primary  care  centers  to 
provide  diagnosis,  treatment,  and  counseling  referrals  to 
individuals  with  AIDS/ARC  in  order  to  more  effectively  meet  their 
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primary  care  needs.     Patients  are  managed  by  the  primary  care 
centers  until  their  symptoms  become  too  complicated  for  center 
staff.     A  referral  to  the  Special  Immunology  Clinic  is  then  made. 
Once  the  condition  is  stabilized,  the  patient  returns  to  the 
primary  care  center  for  ongoing  care.     Support  from  the  Florida 
(State)   Care  and  Treatment  Program  provides  each  center  with  an 
AIDS  Coordinator  as  well  as  reimbursement  for  clinic  visits  and 
presdriptions . 

Home  Health  Services 

Home  health  services  are  provided  to  Network  clients  through  the 
Visiting  Nurse  Association  (VNA) .     VNA  provides  a  comprehensive 
community-based  system  of  care.     The  services  provided  depend 
upon  the  need  of  the  patients  as  prescribed  by  the  patient's 
physician.     Skilled  nursing  visits  range  from  four  times  a  day  to 
once  a  month.     The  nurses  assess  the  patient's  medical  condition 
and  home  situation.     In  addition,  they  provide  symptom  management 
and  supportive  care.     High-tech  nursing  services  include  drug 
infusion  therapy  and  related  procedures.     Home  health  aides 
provide  personal  care  and  assistance  with  activities  of  daily 
living.     Homemakers  prepare  meals  and  do  light  housekeeping  and 
grocery  shopping.     In  addition,  VNA  provides  durable  medical 
equipment  such  as  wheelchairs,  hospital  beds,  oxygen  and  walking 
devices. 

Hospice  Services 

Hospice  provides  care  for  AIDS  patients  who  are  in  the  end  stage 
of  their  disease  and  no  longer  require  aggressive  therapy.  Home 
care  is  available  to  individuals  who  have  the  support  of  family 
or  friends  who  will  assist  in  their  care  and  attend  to  their 
daily  needs.     Inpatient  services  are  available  to  individuals  who 
can  no  longer  be  maintained  at  home.     A  15-bed  inpatient  unit  is 
located  at  North  Shore  Hospital  in  Miami.     There  is  an  average  of 
six  AIDS  patients  per  month.     Services  include:     skilled  nursing 
care,  nurses  aides  services,  homemaker  services,  personal  care, 
medical  supplies,  prescribed  drugs  and  durable  medical  equipment, 
case  management,  pastoral  support,  bereavement  counseling,  and 
respite  care.     Between  October  1988  and  September  1989,  Hospice, 
Inc.,  of  Dade  provided  services  for  213  patients.     115  of  these 
patients  were  registered  with  the  Network. 

Psychosocial  Counseling  ' 

Psychosocial  counseling  is  provided  by  Health  Crisis  Network 
(HCN) ,  the  Children's  Home  Society,  the  Haitian  American 
Community  Association  of  Dade  (HACAD)   and  the  League  Against  AIDS 
(LAA) .     These  organizations  provide  counseling  to  persons  with 
HIV,  AIDS,  and  AIDS-related  conditions,  as  well  as  their 
families,  significant  others  and  friends.     The  last  two 
organizations  provide  culturally  sensitive  counseling  for 


3 


44 


Haitians  and  Hispanics.  Group  and  individual  counseling  is  also 
available. 

Mental  Health  and  Substance  Abuse  Services 

The  Network  has  negotiated  with  three  community  mental  health 
centers  (CHI,  North  Miami  and  Miami  Mental  Health  Center)  to 
provide  individual  and  group  counseling  for  PWAs  with  dementia  on 
an  outpatient  basis.     There  is  no  residential  mental  health 
facility  in  Dade  County  which  will  treat  PWAs.     Moreover,  no 
residential  detoxification  facility  is  currently  providing 
services  to  PWAs.     However,  three  mental  health  providers  (CHI, 
North  Miami  Community  Health  Center  and  HCN)  provide  outpatient 
counseling  to  PWAs  who  are  substance-abusers . 

Case  Management  Services 

A  uniform  case  management  system  is  still  in  the  expansion  phase 
at  the  Network.     In  addition,  case  management  is  being 
coordinated  through  the  Network  with  respect  to  VNA,  HCN,  Hospice 
Inc.,  and  other  Network  agencies.     The  Network  has  a  number  of 
patient  advocates  who  are  involved  in  centralized  case  management 
and  who  provide  access  to  needed  Network  services,  assistance  in 
meeting  eligibility  requirements  for  financial  and  social 
services,  and  assistance  in  obtaining  housing  and  transportation. 

Food  Assistance  Program 

Currently,  Cure  AIDS  Now  is  providing  meals  to  a  limited  number 
of  PWAs.     Funding  for  this  service  is  provided  by  Metro-Dade 
County,  the  City  of  Miami  and  the  City  of  Miami  Beach.  Although 
not  funded  by  the  Network,  several  community  agencies  utilize 
this  home  delivered  meals  program  to  serve  Network  patients.  HCN 
is  presently  starting  a  nutritional  program.     In  addition,  the 
Network  recently  requested  proposals  to  establish  two  nutrition 
coordinator  positions  funded  through  the  new  federal  Health 
Resource  Seirvices  Administration  (HRSA)  grant. 

Long-Term  Inpatient  Care  Services 

At  the  present  time,  the  Human  Resource  Health  Center  (HRHC)  is 
the  major  provider  of  nursing  home  services  in  Dade  County  for 
PWAs.     HRHC  was  the  first  nursing  home  in  the  nation  to  accept 
AIDS  patients  and  currently  has  17  beds  available  to  this 
population.     They  provide  specialized  skilled  and  comprehensive 
nursing  care  for  AIDS  patients  who  cannot  remain  at  home  due  to 
the  extent  of  their  condition  and/or  lack  of  necessary  support 
systems.     There  is  presently  an  average  of  four  to  five  beds 
empty  on  a  daily  basis.     Individuals  referred  to  HRHC  must  be 
Medicaid  eligible,  medically  needy,  and  have  a  discharge  plan 
from  the  referring  source.     HRHC  was  awarded  a  Certificate  of 
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Need  (CON)  to  construct  a  30-bed  AIDS  unit.     Present  plans  are 
for  the  facility  to  open  by  August  of  1990. 

Additionally,  Careage  South  Health  Center  was  awarded  a  CON  to 
construct  a  120-bed  nursing  home  which  would  have  provided  up  to 
25  beds  for  AIDS  patients.     Unfortunately,  this  CON  was  voided 
July  11,  1989  due  to  lack  of  progress  by  Careage  South  Health 
Center. 

Residential  Facilities 

An  organized  system  of  residential  care  for  adults  with  AIDS 
and/or  AIDS-related  conditions  has  not  been  fully  developed  due, 
in  part,  to  complicated  licensure  rules  and  procedures.  However, 
limited  residential  care  is  being  provided  by  the  Salvation  Army, 
Camillus  House  and  Genesis  through  the  Metro  Dade  Office  of 
Emergency  Assistance  of  the  Department  of  Human  Resources.  The 
Salvation  Army  operates  a  temporary  shelter  for  four  to  six  PWAs 
on  an  emergency  basis  for  seven  to  ten  days  until  a  residential 
plan  is  developed  by  the  Metro  Dade  Office  of  Emergency 
Assistance  (OEA) .     OEA  identifies  hotels,  motels,  and  apartments 
where  PWAs  can  be  housed  and  assists  PWAs  in  negotiating  leases. 
The  facility  provides  transitional  care  between  hospitals  and 
home.     A  comprehensive  care  program  (prevention,  education, 
counseling,  and  spiritual  support)  for  individuals  who  function 
fairly  independently  is  also  provided.     As  patients  become  more 
debilitated,  home  health  services  can  be  provided  through 
contracted  agencies. 

The  Outreach  Program  of  Hospice,  Inc.  received  a  specific  line 
item  appropriation  of  $100,000  from  the  State  for  fiscal  year 
(FY)  89-90.     This  funding  will  provide  financial  assistance  to 
individuals  living  with  AIDS  to  remain  in  their  current  place  of 
residence  or  to  support  an  alternate  placement  for  those  who  meet 
eligibility  requirements. 

In  addition  to  agencies  that  have  formal  agreements  with  the 
Network,  community-based  organizations  such  as  HCN  often  make 
some  limited  arrangements  for  residential  care.     Cure  AIDS  Now 
recently  started  renovations  on  a  building  which  will  provide 
additional  housing  for  their  clients. 

A  foster  care  program  has  been  developed  by  the  Network  through 
the  Department  of  Health  and  Rehabilitative  Services  (HRS)  and 
the  Children's  Home  Society  (CHS).     Since  the  program  began,  40 
children  have  been  placed.     Currently,  there  are  20  licensed 
foster  homes.     CHS  recruits  and  provides  training  for  foster 
parents,  holds  support  group  sessions  and  provides  education  and 
counseling  for  family  members  of  children  with  HIV.     There  are 
more  foster  parents  available  than  there  are  children  needing 
placement. 
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Volunteer  Services 

Volunteers  are  vital  to  the  success  of  any  patient  care  and 
treatment  network.     HCN  maintains  an  active  group  of 
approximately  120  trained  volunteers  who  provide  12,000  hours  of 
services  annually  to  our  patient  population.     They  perform  many 
functions,  such  as  providing  transportation,  operating  hotlines, 
shopping  and  other  household  duties,  and  providing  emotional  and 
other  supportive  care.       A  volunteer  coordinator  is  responsible 
for  recruitment  and  training  of  volunteers.     Every  volunteer 
participates  in  a  32-hour  training  program.     A  support  group  is 
provided  for  them  to  reduce  stress,  anxiety  and  emotional 
burnout.     In  addition.  Hospice,  Pastoral  Care  Network,  Cure  AIDS 
Now,  Body  Positive,  Genesis,  Share  A  Gift,  and  Project  Hug  have 
volunteer  services. 

Information  and  Referral 

The  Network's  operations  office  provides  information  to 
individuals  regarding  the  enrollment  process  and  the  services 
available  in  the  Miami  community,  as  well  as  makes  referrals  to 
community  agencies.     Each  Network  member  is  provided  information 
and  a  referral.     Other  community  agencies  (HCN,  HACAD)  have 
hotlines  which  provide  referrals  and  information  to  PWAs,  their 
families  and  to  the  general  public. 

Transportation  Services 

Transportation  to  and  from  medical  appointments  and  social 
service  agencies  are  provided  to  Network  clients  through 
contracted  agencies.     HCN,  HACAD,  and  LAA  each  have  $5,000 
available  to  their  agency  for  client  transportation  needs. 
Diamond  Cab  Company  has  also  provided  transportation  in  the 
interim.     For  FY  89-90,  Jackson  will  be  the  major  provider  of 
transportation  services. 

Testing.  Surveillance  and  Special  Studies 

The  HRS  Dade  County  Public  Health  Unit  (DCPHU)  has  a  centralized 
AIDS  office  that  coordinates  all  AIDS  services  provided  by  the 
public  health  unit  throughout  the  county.     These  services  are 
organized  by  functions:  surveillance,  testing  and  counseling, 
special  studies,  and  primary  care.     The  local  public  health  unit 
has  the  responsibility  to  report  confirmed  cases  of  AIDS  to  the 
Centers  for  Disease  Control  (CDC) ,  train  physicians  and  hospitals 
in  reporting  procedures  and  partner  notification.     Testing  is 
done  through  two  anonymous  testing  sites.     Confidential  testing 
is  done  at  all  clinics.     Pretest  and  test  result  counseling  is 
provided.     This  counseling  is  limited  to  information  on  referral 
sources  and  test  results.     Special  studies  are  being  conducted 
which  focus  on  seroprevalence  and  perinatal  infection.  Primary 
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health  care  will  soon  be  available  at  the  DCPHU  South  Beach 
facility. 

Conmunitv  Hospitals 

Several  community  hospitals  treat  a  significant  number  of 
patients  with  AIDS  or  ARC.     Data  from  HCCB  for  three  months  of 
1987  showed  that  there  was  a  total  of  492  admissions  for  22 
hospitals  in  Dade  County.     Jackson  had  284   (58%)  of  the  total 
admissions.     Information  for  FY  88-89  is  partly  available  from 
seven  hospitals.     By  comparing  the  total  number  of  hospital 
admissions  for  FY  87-88  (1248)  with  the  number  of  admissions  for 
FY  88-89   (1545),  one  can  appreciate  the  dramatic  increase  in 
service  volxime  for  inpatient  care. 

Budget 

The  Public  Health  Trust/Jackson  Memorial  Hospital   (PHT/JMH)  is 
the  major  recipient  of  all  funds  for  the  South  Florida  AIDS 
Network.     This  includes  non-state  funds  which  are  specifically 
allocated  for  Broward  and  Monroe  Counties.     The  Network  receives 
its  funding  from  the  State  of  Florida,  Robert  Wood  Johnson 
Foundation  (RWJ)   and  HRSA.     Unlike  other  counties,  Dade  County 
does  not  receive  state  funding  from  the  State  Care  and  Treatment 
Prograun  based  on  the  number  of  AIDS  cases  reported.     A  line-item 
appropriation  is  determined  by  the  legislature. 

For  FY  1987-88,  the  total  approved  budget  for  the  Network  was 
$7,904,516  and,   for  FY  88-89,   $9,254,815.     This  does  not  include 
any  funds  contributed  by  PHT/JMH  from  other  sources.  The 
majority  of  the  budget,  however,  is  funded  by  the  State  Care  and 
Treatment  Program.     In  FY  87-88,  reported  Medicaid  reimbursement 
totaled  $3,243,111,  and  other  third  party  and  self-pay 
reimbursement  totaled  $1,966,541.     Of  the  $13,803,511  budgeted 
for  care  and  treatment  of  PWAs  in  Dade  County  for  FY  87-88,  44% 
was  funded  by  State  Care  and  Treatment  funds,  23%  by  Medicaid, 
18%  by  the  JMH/PHT  and  14%  by  other  sources. 

Expenditure  rates  for  FY  87-88  varied  according  to  grant.  The 
state  care  and  treatment  budget  was  overspent  by  138%.  Jackson 
funded  $2,550,140  of  the  over-expenditure  from  other  sources. 
The  expenditure  rate  was  85%  for  RWJ  and  78%  and  3  3%  for  the  HRSA 
grants.     The  amount  reimbursed  by  third  party  payors  such  as 
Medicaid,  commercial  insurance  and  other  sources  is  not  included 
in  the  budget. 

The  budget  for  the  Network  for  FY  88-89  was  $9,254,815.  The 
State  provided  funds  for  73%  of  the  total.     HRSA  provided  21%  and 
RWJ  provided  6%  of  the  funding.     Amounts  paid  by  third  party 
payors  such  as  Medicaid,  private  insurance  and  others,  were  not 
included. 
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The  cost  of  financing  the  Network  has  consistently  exceeded  its 
annual  budgets.     Expenditures  for  FY  88-89  totaled  $11,959,291 
which  is  175.9%  of  the  State  Care  and  Treatment  Program  budget. 
Inpatient  care  reflected  a  54%  expenditure  for  the  total  Care  and 
Treatment  budget.     This  category  was  323.9%  over  the  approved 
line  item  of  $2,000,000  budgeted.     It  is  assumed  that  not  all  of 
the  $4,478,481  in  excess  of  the  budget  total  will  be  charged  off 
to  the  Care  and  Treatment  Program.     Other  line  items  that  were 
over  budget  include  the  Outpatient  Clinic  (171.1%),  Emergency 
Room  (643.7%),  Residential  Care  for  children  (123.8%)  and 
Physician  Care  (185.5%).     These  expenditure  rates  are  based  on 
approved  line  items  expenses  for  FY  88-89. 

Expenditures  for  the  first  quarter  of  FY  89-90  total  $2,653,355 
or  39%  of  the  total  approved  budget  of  $6,800,000  for  State  Care 
and  Treatment.     This  is  already  beyond  the  25%  expenditure  rate 
expected.     Inpatient  care  reflected  47%  of  the  expenses  for  this 
period.     Other  line  items  over  the  approved  budget  include 
children  (34.9%)  and  adult  (37%),  Residential  Care,  Outpatient 
Clinic  (47.3%),  Emergency  Room  (191.9%),  Physician  Care  (59%)  and 
Patient/Staff  Education  (48.5%). 

Utilization  of  Services 

During  FY  88-89,  a  total  of  $31,558,289  worth  of  services  were 
provided  to  Network  patients.     $11,393,482   (36%)  was  charged  to 
the  State  Care  and  Treatment  Program.     Medicaid  paid  26%  and 
other  sources  (commercial  insurance,  private  pay,  medicare,  etc.) 
paid  38%.     A  total  of  142,616  units  of  service  (inpatient  days, 
outpatient  visits,  home  health  visits,  psychosocial  counseling, 
etc.)  were  provided  to  patients. 

For  the  first  quarter  of  the  FY  89-90,  a  total  of  $6,570,243 
worth  of  services  were  provided.     Over  one  third  ($2,471,644)  of 
the  total  charges  were  billed  to  the  State  Care  and  Treatment 
Program.     Not  all  of  this  amount  will  be  approved.     Medicaid  paid 
$1,890,974   (29%)  of  the  total  charges.     Other  sources  (insurance, 
private  pay.  Medicare,  Jackson  uncompensated  care)  amounts  to 
$2,193,625  or  33%  of  the  total.     42,263  units  of  service  were 
provided  to  Network  patients  during  this  three  month  period. 

Mr.  Chairman,  I  thank  you  for  this  opportunity  to  tell  you 
about  the  Network,  Jackson's  comprehensive  AIDS  program.     I  also 
thank  you,  and  your  staff,  for  your  consistent  concern  with  the 
tragedy  of  AIDS,  and  the  plight  of  public  hospitals  in  coping 
with  this  tragedy.     I  do  want  to  emphasize  that  public  hospitals 
need  much  more  support  in  meeting  this  challenge — support  that 
extends  beyond  AIDS  adjustments  to  other  enhancements  of 
Medicaid.     However,  I  hope  that  the  example  of  the  comprehensive 
AIDS  program  at  Jackson  will  demonstrate  that  with  your  help  our 
public  hospitals  are  well  up  to  the  task  of  confronting  AIDS. 
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Mr.  Waxman.  Mr.  Parrish. 

STATEMENT  OF  ROBERT  L.  PARRISH 

Mr.  Parrish.  Good  morning,  I'm  Robert  Parrish.  I'm  an  Associ- 
ate Director  of  Grady  Memorial  Hospital  in  Atlanta.  Grady  is  the 
public  hospital  that  serves  the  counties  of  Fulton  and  DeKalb  that 
make  up  Atlanta,  and  those  two  counties  have  a  population  base  of 
almost  one-fourth  of  the  State  of  Georgia. 

In  the  AIDS  program  at  Grady  we're  treating  1,021  adults  and  43 
children.  We  are  following  up  on  another  100  children  who  were 
bom  to  mothers  who  are  HIV  positive  but  the  babies  do  not  yet 
test  positive. 

Out  of  the  approximately  1,000  adults,  about  40  to  50  are  hospi- 
talized at  any  given  time,  so  this  is  4  to  5  percent  of  HIV  infections 
that  the  hospital  is  following.  Of  this  number,  13  percent  qualify 
for  Medicaid  easily,  and  an  additional  17  percent  may  eventually 
qualify  for  Medicaid,  so  something  in  the  neighborhood  of  30  per- 
cent of  our  patients  may  ultimately  be  qualified  for  Medicaid. 

The  disturbing  number  is  that  the  largest  percentage  of  our  pa- 
tients, 56  percent  do  not  qualify  for  any  kind  of  third-party  reim- 
bursement. They  have  no  coverage  whatsoever  so  their  care  is 
picked  up  by  the  local  property  tax  of  the  two  counties  that  sup- 
port the  hospital. 

Historically,  Grady  Hospital,  like  most  other  public  hospitals,  is 
insistent  on  being  in  the  control  position,  being  in  the  driver's  seat 
in  determining  what  kinds  of  care  programs  are  delivered  to  its  pa- 
tients and  when  those  are  delivered. 

About  5  years  ago,  when  we  were  in  the  early  stages  of  the  AIDS 
epidemic  in  Atlanta,  we  made  a  determination  to  try  to  build  on 
the  hospital's  strength  in  developing  outpatient  programs  on  a  very 
aggressive  level  and  to  join  with  two  community-based  agencies — 
Aid  Atlanta  and  Visiting  Nurse  Association — in  a  partnership  for 
caring  for  people  with  AIDS. 

As  a  result  of  that  decision  the  three  agencies  applied  to  the 
Robert  Wood  Johnson  Foundation  and  subsequently  to  HRSA  to 
develop  a  continuum  of  care  for  dealing  with  patients  who  have  an 
HIV  positive  infection  and  for  evaluating  the  effectiveness  of  that 
approach. 

The  system  that  we  have  in  place  involves  case  management 
done  by  the  community-based  agency — Aid  Atlanta — backed  up  by 
a  comprehensive  outpatient  clinic  at  Grady  Hospital,  which  is 
staffed  by  faculty  level,  infectious  disease,  medical  staff  members, 
nurse  practitioners,  social  workers,  and  other  therapists. 

The  inpatient  beds  are  used  when  necessary  when  the  outpatient 
care  cannot  handle  the  patient's  problem. 

We  also  have  as  a  part  of  this  continuum  a  home  care  program 
run  by  the  Visiting  Nurse  Association  and  a  Hospice  run  by  Visit- 
ing Nurse  and  by  the  hospital. 

The  program  has  been  so  successful,  but  at  the  present  time  we 
are  lobbying  the  State  Legislature  to  pick  up  the  expiring  Johnson 
and  HRSA  grants.  If  these  agencies  are  not  able  to  continue  to  do 
case  management  and  continue  to  do  home  care,  then  those  tasks 
will  fall  to  the  hospital.  We  don't  have  the  staff  to  do  case  manage- 
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ment  and  we  don't  have  the  beds  to  hospitalize  an  additional  20  pa- 
tients, which  would  need  inpatient  care,  if  the  home  care  programs 
were  disbanded. 

In  looking  at  the  population  in  our  AIDS  clinic,  we  have  a  signif- 
icant number  of  people  who  are  in  our  clinic  because  they  have 
been  fired  from  their  jobs  when  the  employer  discovered  they  were 
HIV  positive  and,  therefore  lost  their  insurance  coverage. 

These  are  people  who  are  able  to  work  and  who  are  being  cared 
for  in  the  public  sector  simply  because  the  employer,  for  whatever 
reason,  has  decided  to  terminate  the  employment  of  that  individ- 
ual. That  seems  to  us  to  be  an  unnecessary  burden  being  placed  on 
the  public  sector  when  there  are  private  physicians  and  private 
hospitals  in  our  city  who  are  able  to  deal  with  these  patients. 

The  greatest  problems  that  Grady  is  facing  in  dealing  with  the 
AIDS  epidemic  or  we  have  a  5-  to  6-week  delay  in  getting  into  our 
clinic,  during  that  period  sometimes  the  individuals  who  have  been 
accepted  for  care  but  are  not  yet  in  the  clinic  have  to  come  to  the 
emergency  clinic  for  care  and  wind  up  being  hospitalized. 

A  second  problem  is  we  are  full  in  all  of  our  ambulatory  and  all 
of  our  inpatient  facilities.  We  don't  have  any  expansion  space  for 
additional  AIDS  patients  and  we  will  not  for  the  next  5  years. 

A  third  problem  we  have  in  Georgia  is  that  nursing  homes  do 
not  accept  patients  with  HIV  infections.  At  any  given  time  we  have 
about  30  percent  of  our  inpatients  who  could  be  cared  for  well  in  a 
nursing  home  situation,  either  skilled  or  custodial.  And  they  are 
not  able  to  be  handled  because  the  facilities  are  not  there. 

The  local  tax  base  is  projected  to  provide  to  Grady  Hospital  from 
the  two  counties  that  make  up  Atlanta  $248  million  in  1996.  This 
projection  is  exclusive  of  AIDS  epidemic.  This  is  an  awful  lot  of 
money  for  two  counties  in  Georgia  to  be  providing  to  one  public 
hospital.  So  it  seems  apparent  to  us  that  we  are  going  to  need  to  be 
looking  for  some  outside  help  in  continuing  to  deal  with  the  epi- 
demic. 

Mr.  Waxman.  Thank  you  very  much,  Mr.  Parrish. 

[Testimony  resumes  on  p.  68.] 

[The  prepared  statement  of  Mr.  Parrish  follows:] 
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STATEMENT  of  ROBERT  L.  PARRISH 
ASSOCIATE  DIRECTOR 
GRADY  MEMORIAL  HOSPITAL 
on  behalf  of  the 
NATIONAL  ASSOCIATION  PUBLIC  HOSPITALS 
before  the 
HOUSE  ENERGY  and  COMMERCE  COMMITTEE 
SUBCOMMITTEE  on  HEALTH  and  the  ENVIRONMENT 

February  27,   19  9  0 

Mr.   Chairman,  Members  of  the  Committee  and  Subcommittee,  I 
am  Mr.  Robert  Parrish,  Associate  Director  of  Grady  Memorial 
Hospital  in  Atlanta,  Georgia.     Grady  Memorial  is  a  member  of  the 
National  Association  of  Public  Hospitals   (NAPH) .     NAPH  consists 
of  approximately  9  0  public  and  non-profit  hospitals  that  serve  as 
major  referral  centers,  teaching  hospitals,   and  hospitals  of  last 
resort  for  the  poor  and  medically  undeserved  in  most  of  our 
nation's  largest  metropolitan  areas. 

Mr.  Chairman,  I  am  pleased  to  have  this  opportunity  this 
morning  to  commend  you  for  your  hard  work  on  H.R.   4  080,  the 
"Medicaid  Aids  and  HIV  Amendments  of  1990",  and  to  personally 
thanJc  you  and  your  staff  for  your  continuous  concern  with  the 
problem  of  AIDS,  and  the  attendant  problems  that  AIDS  has  created 
for  public  hospitals  in  this  country.     I  am  also  pleased  to 
discuss  with  you  the  pressing  problem^s  faced  by  Grady  Memorial 
Hospital,   and  other  NAPH  member  hospitals,   in  meeting  the  needs 
of  persons  with  HIV-related  diseases. 
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My  principle  purpose  this  morning  is  to  vigorously  urge  the 
adoption  of  H.R.  4080.     I  am  deeply  gratified  that  you  have 
understood  the  urgent  need  to  extend  optional  coverage  of  HIV- 
related  services  to  certain  HIV-positive  individuals,  to  adjust 
payments  to  hospitals  serving  high  volumes  of  AIDS  patients,  and 
to  extend  optional  coverage  for  home  and  community-based  services 
to  certain  children  with  AIDS.     I  particularly  applaud  the 
proposal  to  provide  federal  Medicaid  assistance  for  COBRA  premium 
payments  for  HIV-positive  individuals. 

However,  I  also  want  to  take  this  opportunity  to  explain 
that  while  these  adjustments  in  Medicaid  coverage  for  persons 
with  AIDS  (PWAs)  and  certain  HIV-positive  individuals,  are  badly 
needed,  many  further  enhancements  of  Medicaid  reimbursement  for 
AIDS  services  are  required  if  public  hospitals  are  to  meet  the 
challenge  that  this  patient  population  poses. 

Indeed  Mr.  Chairman,  as  you  know  only  too  well,  the 
emergence  of  AIDS  as  an  epidemic  in  the  1980s  has  been  paralleled 
by  the  emergence  of  new  and  formidable  treatment  burdens  placed 
on  the  U.S.  health  care  system.     As  the  numbers  of  those  affected 
by  this  disease  have  risen,  the  mounting  unreimbursed  costs  and 
resources  expended  in  caring  for  PWAs  have  become  glaringly 
apparent.     According  to  the  Center  for  Disease  Control  (CDC) , 
AIDS  has  become  the  sixth  leading  cause  of  death  among  younger 
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people  nationwide.     By  the  early  1990s  only  motor  vehicle 
accidents  may  cost  more  in  terms  of  medical  care. 

We  continue  to  see  ominous  signs  that  AIDS  is  becoming  a 
disease  primarily  of  the  medically  disenfranchised  populations 
including  the  uninsured,  under insured,  poor  children  and  drug 
users.     Although  steps  are  being  taken  to  expand  the  scope  of 
services  available  to  PWAs  and  HIV  disease,  for  the  most  part  the 
locus  of  care  has  remained  in  the  hospital.      While  increasing 
numbers  of  hospitals  are  treating  these  patients,  the  very  nature 
of  this  population  dictates  that  the  nation's  safety  net  -- 
institutions — the  public  hospitals —  are  the  group  most  likely  to 
treat  this  disenfranchised  patient  population. 

It  is  important  for  the  Committee  to  realize  that  AIDS  is 
not  just  a  problem  confined  to  New  York  and  California.  Among 
the  25  hospitals  with  the  greatest  number  of  AIDS  admissions 
nationwide  in  1987  were  hospitals  located  in  cities  such  as 
Atlanta,  Miami,  the  District  of  Columbia,  Baltimore,  San  Diego, 
Dallas,  Houston  and  Chicago.     In  fact,  Miami's  Jackson  Memorial 
Hospital  was  ranked  first  among  all  hospitals  in  terms  of  total 
admissions.     Grady  Memorial  was  ranked  16th. 
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A.  U.S.  Hospital  Aids  Survey 

Grady's  difficulties  in  financing  and  providing  hospital 
care  to  AIDS  patients  are  typical  of  the  experiences  of  many 
other  NAPH  member  hospitals.     Since  1986,  the  National  Public 
Health  and  Hospital  Institute,  a  research  institute  affiliated 
with  NAPH,  has  been  conducting  the  U.S.  Hospital  AIDS  Survey  to 
monitor  treatment,  financing  and  other  factors  related  to  caring 
for  HIV-infected  individuals.     With  the  financial  support  of  the 
Robert  Wood  Johnson  Foundation,  the  initial  Survey  involved  the 
465  members  of  NAPH  and  the  Council  of  Teaching  Hospitals.  Since 
then,  the  Survey  has  attracted  additional  support  from  the  CDC, 
the  Agency  for  Health  Care  Policy  and  Research,  and  the  Bureau  of 
Maternal  and  Child  Health,  and  has  grown  to  represent  a  1200 
hospital  coalition  of  several  associations,  including  the 
National  Association  of  Children's  Hospitals  and  Related 
Institutions,  the  National  Council  of  Community  Hospitals,  the 
Catholic  Health  Association,  as  well  as  NAPH  and  the  Council  of 
Teaching  Hospitals.    .  ,.  . 

Set  forth  below  is  a  summary  of  the  1987  Hospital  AIDS 
Survey  results.     A  more  detailed  presentation  of  the  1987  Survey 
results  appeared  in  an  article  published  last  year  in  the  Journal 
of  the  American  Medical  Association,  which  I  have  attached  to  my 
written  statement.     I  am  also  privileged  to  present  some 
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preliminary  findings  of  the  1988  Hospital  AIDS  Survey  based  on 
information  provided  by  58  NAPH  members. 

PWA  Utilization  of  Hospital  Services 
Most  notable  about  the  results  of  the  1987  Survey  was  the 
discovery  that  a  major  concentration  of  PWAs  are  admitted  in 
relatively  few  institutions.     Ten  percent  of  the  hospitals 
treated  58%  of  the  patients,  with  10  hospitals  treating  32%  of 
the  PWAs.     In  total,  of  the  322  hospitals  responding  to  the  ^ 
Survey,  276  reported  that  they  had  treated  at  least  one  AIDS  ; 
patient  in  1987.     The  14,145  PWAs  treated  by  these  hospitals  ^ 
accounted  for  371,768  inpatient  days  and  22,088  admissions,  and 
represented  52%  of  the  27,126  PWAs  in  the  United  States  estimated 
by  the  CDC  to  be  alive  at  any  one  time  during  1987.  These 
hospitals  tend  to  be  large  urban  hospitals  that  are  publicly 
owned. 

The  institutions  treating  AIDS  patients  admitted  an  average 
of  51  AIDS  inpatients  per  year  (the  range  was  from  1  to  799) ,  and 
reported  an  average  of  1.6  admissions  oer  patient  per  year.  The 
average  patient  received  26  days  of  inpatient  care,  with  an 
average  length  of  stay  (ALOS)  of  16.8  days  per  admission.  With 
respect  to  outpatient  services,  85  hospitals  identified  treating 
7,602  AIDS  outpatients  during  1987,  an  average  of  89  per 
institution.     They  accounted  for  61,897  visits,  which  equalled 
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8.1  visits  per  person  per  year  and  728  visits  per  facility  per 
year. 

Although  specific  figures  are  not  yet  available,  the  Survey 
indicates  that  patients  demanding  AIDS  services  among  these 
hospitals  is  not  limited  to  PWAs.     Patients  who  are  infected  with 
the  AIDS  virus,  but  do  not  manifest  the  requisite  symptoms  to 
meet  the  CDC  definition  of  AIDS,  also  represent  a  substantial 
burden  on  hospital  services.     Although  HIV-infected  patients 
generally  do  not  require  as  many  admissions  as  PWAs,  the  ALOS  for 
the  HIV-infected  population  is  only  slightly  less  than  that  of 
the  AIDS  patient.     The  Survey  findings  suggest  that  HIV-infected 
patients  do  not  need  inpatient  hospital  care  as  frequently  as 
PWAs,  but  that,  once  admitted,  their  illness  is  sufficiently 
serious  to  require  a  hospital  length  of  stay  almost  equivalent  to 
a  PWA. 

AIDS  hospital  utilization  characteristics  varied  across 
regions.     Institutions  in  the  Northeast  reported  treating  the 
greatest  number,  82  patients  per  facility.     Public  hospitals 
treated,  on  average,  more  than  twice  as  many  AIDS  patients  as 
private  hospitals  in  1987   (88  and  36,  respectively) .  Public 
hospitals  in  the  Northeast  treated  the  greatest  number  per 
facility  (164) ,  followed  by  public  institutions  in  the  South 
(90)  . 
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There  were  no  significant  differences  in  ALOS  overall  among 
regions  or  between  public  and  private  hospitals.     However,  the 
northeastern  public  hospitals'  ALOS  (24.5  days)  was  significantly 
longer  than  public  hospitals  in  the  Midwest  (13.7  days)  and 
public  hospitals  in  the  South  (13.8  days).     Hospitals  in  the 
Northeast  reported  the  highest  number  of  days  per  patient  per 
year,  31.4,  and  public  hospitals  in  this  region  reported  the 
highest  of  all  categories,  35.2  days  per  patient  per  year. 

Turning  to  the  preliminary  1988  Survey  findings,  the  58  NAPH 
public  hospital  members  reported  treating  almost  7800  AIDS 
patients  during  1988  —  an  increase  of  nearly  fifty  percent  over 
1987.     ALOS  was  17.5  days,  and  average  admissions  and  days  per 
patient  per  year  were  1.7  and  29.3,  respectively.     Compared  with 
the  1987  Survey  results,  this  data  reveals  a  slight  decline  in 
ALOS  but  an  increase  in  days  and  admissions  per  patient  per  year. 
Early  indications  suggest  that  much  of  the  increase  in  these 
measures  is  related  to  changes  among  public  institutions  in  the 
Northeast.     That  is,  while  public  hospitals  in  other  parts  of  the 
country  are  demonstrating,   in  general,  modest  declines  in  per 
patient  utilization,  facilities  in  the  Northeast  are  reporting 
sizable  increases  in  the  number  of  days  an  AIDS  patient  was 
hospitalized  during  1988  and  the  frequency  of  admissions.  In 
fact,  ALOS  increased  as  well  in  this  region. 
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These  early  findings  suggest  that  the  hospitals  in  the 
Midwest,  South  and  West  continue  to  make  modest  progress  towards 
containing  the  per  patient-based  utilization  rates  for  AIDS 
patients.     However,  public  institutions  in  the  Northeast  continue 
to  encounter  the  greatest  burden.     At  least  three  factors  may  be 
placing  additional  stress  on  providers  in  this  region:     a  sicker 
patient  population,  a  demographically  poorer  population  with  a 
high  concentration  of  drug  abusers,  and  the  unavailability  of 
long-term  care  placements  and  outpatient  resources  for  AIDS 
patients  following  admission. 

Demographics 

Homosexual  individuals  with  AIDS  constituted  the  largest 
risk-group  category  of  AIDS  patients  (54%) ,  followed  by 
heterosexual  drug  users  (27%) .     Children  of  risk-group  members 
constituted  6%  of  the  PWAs  reported.     As  expected,  the  great 
majority  (85%)  of  AIDS  patients  fell  within  an  age  range  of  20  to 
49  years.     Eight-five  percent  were  male.     By  race,  46%  were 
white,   35%  black,  and  17%  Hispanic. 

There  were  significant  differences  in  the  race  and  age 
proportions  between  regions  and  ownership  categories.     Public  and 
private  hospitals  in  the  Northeast  treated  the  lowest  proportion 
of  white  AIDS  patients  of  any  categories  (15%  and  46%, 
respectively) .     Hospitals  in  the  West  treated  the  lowest 
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proportion  (24%)  of  minority  AIDS  patients  of  any  region  or 
ownership  group.  '  .  ' 

During  1988,  the  majority  of  AIDS  patients  treated  in  NAPH 
member  hospitals  were,   like  in  1987,  between  the  ages  of  20  and 
49  (90%)  and  male  (84%) .     These  hospitals  also  continue  to  treat 
a  predominantly  minority  population  (63%) ,  although  a  slightly 
higher  percent  of  Caucasian  patients  (5%)  was  reported  for  1988 
when  compared  with  1987.     Risk  groups  for  HIV  infection  were 
almost  evenly  divided  between  homosexuals  and  other  categories  of 
patients.     When  these  1988  estimates  are  compared  with  1987 
responses,  it  appears  that  the  proportion  of  AIDS  patients 
classified  as  homosexual  has  increased  (10%) .     And  while  the 
total  number  of  heterosexual  drug  users  clearly  increased,  this 
group  as  a  proportion  of  the  caseload  in  member  institution 
decreased  (10%). 

While  these  results  will  be  examined  further  in  subsequent 
analyses,  one  possible  explanation  for  the  changes  could  be  that 
many  homosexuals  who  had  previously  been  using  private 
institutions  under  their  insurance  policies  or  with  their  own 
funds,  have  now  exhausted  their  benefits  and/ or  resources.  Many 
may  also  have  become  sicker.     These  situations,  especially  in 
combination,  may  have  required  such  patients  to  increasingly  rely 
on  the  public  system. 
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Hospital  Cost  and  Revenue 
Hospitals  responding  to  the  1987  Survey  reported  that 
Medicaid  was  the  primary  payor  for  44%  of  all  admissions  and 
private  insurers  represented  29%.     "Self-pay"  and  "other," 
categories  that  generally  represent  uninsured  or  indigent 
patients,  accounted  for  23%  of  the  admissions.     Medicare  was  the 
payor  for  2%  of  admissions.     Public  hospitals  admitted  a 
significantly  higher  percentage  of  PWAs  whose  payor  source  was 
Medicaid  (52%  of  admissions  to  public  hospitals  vs  31%  of 
admissions  to  private  institutions)  and  a  higher  proportion  of 
self -pay /other  (31%  vs  13%  for  private  hospitals). 

According  to  the  preliminary  1988  data,  public  hospitals  are 
increasingly  relying  on  Medicaid  to  finance  inpatient  care  for 
PWAs.     Sixty  percent  of  patients  treated  for  AIDS  in  NAPH 
institutions  during  1988  were  Medicaid  recipients.     This  reflects 
an  8%  increase  over  1987.     When  it  is  recognized  that  "self  pay" 
or  "other"  patients — who  are  generally  uninsured  or  indigent — 
represent  26%  of  AIDS  patients  in  these  hospitals,  and  that  only 
8%  of  AIDS  patients  in  these  hospitals  are  privately  insured,  it 
is  obvious  that  these  public  institutions  are  carrying  the  burden 
of  treating  low  income  patients  with  AIDS.     The  proportion  of 
Medicare-covered  patients  remains  low. 

For  1987,   inpatient  costs  averaged  $681  per  day  while 
revenues  averaged  80%  of  costs  at  $545  per  day.     Inpatient  costs 
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per  patient  per  year  averaged  $17,910,  and  per  admission  costs 
were  $11,441.     By  contrast,  hospital  revenues  averaged  $14,3  34 
per  patient  per  year  and  $9,156  per  admission.     There  were  no 
overall  statistically  significant  differences  in  cost  per  day  or 
revenue  per  day  by  ownership.     However,  average  public  hospital 
losses  ($218  per  day)  were  significantly  higher  than  average 
private  institution  losses  ($92  per  day) .     For  public  hospitals, 
as  well  as  private  hospitals,  losses  were  significantly  greater 
for  AIDS  patients,  at  $136  per  patient  per  day,  than  losses  for 
other  medical/surgical  patients,  at  $26  per  day. 

Outpatient  costs  per  visit  averaged  $237   (charges  =  $287) , 
while  revenues,  at  $63  per  visit,  represented  27%  of  costs.  This 
ratio  was  much  lower  than  the  revenue/cost-per-visit  average  for 
non-AIDS  outpatient  services   ($93/$130,   or  72%).     Costs  per 
patient  per  year  for  outpatient  services  averaged  $1,943  and 
revenues  were  $517.     Public  hospitals'  average  cost  per 
outpatient  visit  was  significantly  higher  than  private  hospitals' 
average  cost.     Public  hospitals'  average  revenue  per  visit 
represented  14%  of  costs,  compared  with  private  hospitals' 
revenues,  which  represented  83%  of  costs.     The  resulting  losses 
per  visit  ($264  for  public  hospital  visits  and  $94  for  private 
hospital  visits)  were  significantly  different. 
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Regional  Differences  in  Financing  AIDS  Services: 
Problems  in  the  South 
The  1987  Survey  reveals  significant  regional  differences  in 
financing  hospital  services  for  PWAs.     Medicaid  was  a  payor  for 
significantly  more  AIDS  admissions  in  western  and  northeastern 
institutions  (55%  and  54%,  respectively) .     Eighteen  percent  of 
admissions  to  hospitals  in  the  South  were  covered  by  Medicaid, 
the  smallest  percentage  of  all  regions.     Almost  half  (48%)  of  all 
admissions  in  southern  hospitals  were  reported  as  self-pay/other 
admissions.     Moreover,  in  the  South,  revenues  per  day  for  public 
hospitals  were  significantly  lower  ($232)  than  those  of  private 
hospitals  ($687),  and  losses  per  day  were  significantly  higher 
for  public  hospitals  ($386  vs.  $4  for  private  hospitals).  Almost 
all  comparisons  of  cost  per  day,  revenue  per  day,  and  loss  per 
day  made  between  public  hospitals  in  the  South,  and  public 
hospitals  in  other  regions  demonstrated  significant  differences. 

B.  The  Problems  of  Grady 

The  problems  Grady  Memorial  Hospital  has  encountered  in 
treating  PWAs  are  typical  of  the  problems  experienced  by  other 
public  hospitals  in  the  South  in  treating  AIDS  patients.  For 
example,  AIDs  patients  encounter  a  five  to  six  week  delay  before 
being  accepted  for  treatment  in  Grady's  outpatient  AIDS  clinic. 
This  is  because  we  do  not  have  enough  money  to  hire  additional 
staff  to  accommodate  a  larger  caseload.     Sometimes,  while  the 
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patient  is  waiting  to  get  into  the  clinic,  he  or  she  may 
experience  a  crisis  situation  that  precipitates  a  visit  to  the 
emergency  room  and  an  inpatient  admission.     Without  more  support 
for  our  outpatient  services,  inpatient  utilization  will  remain 
unnecessarily  high,  at  great  expense  to  our  hospital. 

During  the  early  stages  of  the  AIDS  epidemic,  Grady 
developed  and  approved  an  expansion  plan  so  that  more  inpatient 
beds  and  clinic  resources  would  be  available  to  PWAs.     The  number 
of  beds  in  the  proposed  expansion,  however,   is  insufficient  to 
care  for  the  increased  numbers  of  AIDS  patients  we  now 
anticipate.     In  addition,  there  are  no  nursing  home  beds 
available  to  AIDS  patients  in  the  State  of  Georgia.     At  any  given 
time,  30%  of  the  AIDS  patients  who  are  in  beds  at  Grady  Memorial 
Hospital  could  be  more  appropriately  cared  for  in  either  skilled 
or  custodial  nursing  home  beds. 

Grady  Memorial  Hospital  is  fortunate  in  that  it  receives 
substantial  local  support  for  its  care  of  indigent  patients.  Two 
counties,  in  particular,  are  supporting  much  of  Grady's  indigent 
care  population.     By  1996,  their  contributions  are  projected  to 
be  $248  million  annually.     This  is  a  very  large  amount  of  money 
for  two  counties  in  Georgia  to  be  allocating  to  a  public 
hospital.     Moreover,  this  estimate  excludes  any  special 
adjustment  for  increased  utilization  of  AIDS  services.  While 
Grady  has  enjoyed  excellent  local  support  for  the  past  98  years, 
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local  resources  alone  cannot  cover  Grady's  costs  in  treating  the 
AIDS  epidemic.     The  need  for  more  state  and  federal  support  to 
supplement  local  funding  efforts  will  intensify  as  more  PWAs  are 
drawn  to  Atlanta  and  other  population  centers  to  find  services 
that  are  unavailable  elsewhere. 
C.  Legislative  Recommendations 

Public  hospitals  in  this  country,  such  as  Grady  Memorial 
Hospital,  clearly  continue  to  bear  an  increasing  burden  of  AIDS 
patients,  with  the  vast  majority  of  these  often  tragically  ill 
patients  requiring  public  sector  support.     While  many  of  these 
facilities  appear  to  be  avoiding  major  increases  in  utilization- 
-at  least  for  now — hospitals  in  the  Northeast  continue  to 
struggle  with  a  rising  demand  for  inpatient  beds.  Institutions 
in  the  South,  on  the  other  hand,  are  receiving  minimal 
reimbursement  for  AIDS  services,  and  consequently  suffering 
enormous  financial  losses.     To  address  these  urgent  issues  we 
urge  you  to  consider  the  following  recommendations.  Mr. 
Chairman,  NAPH  stands  ready  to  assist  you  and  your  staff  in 
addressing  the  very  difficult  challenge  that  AIDS  poses  for  the 
American  health  care  system. 

1.  The  Medicaid  inpatient  adjustment  rate  for  patients  with 
AIDS  and  for  HIV-positive  individuals  should  be  increased  for 
hospitals  serving  a  disproportionate  number  of  AIDS  patients. 

It  is  absolutely  essential  that  hospitals  serving  a 
disproportionate  share  of  the  AIDS  population  receive  an  upward 
adjustment  of  Medicaid  reimbursement  for  AIDS  services.  These 
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hospitals  are  straining  from  lengthy  and  expensive  admissions  of 
patients  who  are  HIV  positive,  not  merely  from  treating  those 
with  full-blown  AIDS.     Accordingly,  the  adjustment  should  apply 
to  admissions  of  any  HIV-infected  individual.     This  expansion  of 
inpatient  services  covered  under  Medicaid  should  be  mandatory. 

2.  Medicaid  reimbursement  for  outpatient  services  must 
approximate  treatment  cost,  and  outpatient  therapies  such  as  AZT 
and  aerosolized  pentamidine  should  crualify  for  mandatorv  Medicaid 
coverage. 

To  provide  appropriate  care  to  the  growing  population  of 
AIDS  and  HIV-positive  patients,   it  is  clear  that  we  must  shift 
the  locus  of  care  away  from  the  inpatient  bed  to  the  outpatient 
and  community  settings.     Experts  agree  that  both  patients  and 
providers  would  benefit  from  such  a  shift.     In  many  states  with 
comparatively  broader  Medicaid  programs,  hospitals  may  receive 
higher  reimbursement  for  inpatient  care  than  for  outpatient  care. 
Unless  Medicaid  payment  for  outpatient  services  is  adjusted  to 
more  nearly  approximate  treatment  costs,  hospitals  may  have 
little  incentive  to  develop  outpatient  AIDS  clinics  like  the  one 
at  Grady.     Outpatient  therapies,  especially  AZT  and  aerosolized 
pentamidine,  should  qualify  for  mandatory  Medicaid  coverage. 

3 .  The  federal  government  should  take  a  more  active  role  in 
providing  incentives  to  the  states  to  develop  outpatient  and 
community-based  treatment  programs. 

The  federal  government  should  take  a  more  active  role  in 
identifying  and  encouraging  communities  to  adopt  non-hospital- 
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focused  AIDS  treatment  programs.     We  recommend  that  a  national 
study  be  conducted  to  assess  the  need  for  and  success  of  non- 
hospital  based  AIDS  services  providers,  especially  as  drug- 
related  care  assumes  increasing  importance.     To  further  encourage 
the  development  of  community-based  programs,  we  also  recommend 
the  relaxation  of  the  Medicaid  Home  and  Community-Based  Waiver 
requirements . 

Finally,  in  addition  to  AIDS-specif ic  programs  that  your 
Committee  should  consider,  I  would  like  to  take  this  opportunity 
to  call  your  attention  to  several  other  important  Medicaid 
amendments  that  would  go  a  long  way  in  alleviating  the  burden  of 
all  disproportionate  share  hospitals.     NAPH  looks  forward  to  an 
opportunity  in  the  near  future  to  describe  the  need  for  these 
amendments  in  greater  detail,  but  we  feel  it  is  important  to  take 
this  opportunity  of  our  first  appearance  before  you  this  year  to 
list  the  following  additional  recommendations: 

•  The  ability  of  states  to  make  use  of  voluntary  hospital 
contributions  and  provider-specific  taxes  as  funding  sources 
under  Medicaid  must  be  preserved  and  protected. 

•  A  mandatory  minimum  adjustment  for  disproportionate 
share  hospitals  must  be  adopted,  as  should  a  mandatory  minimum 
acceptable  hospital  payment  rate  overall. 

•  The  right  of  States  to  pass  through  Medicaid  payments 
for  capital  costs  for'  disproportionate  share  hospitals,  as  has 
been  adopted  in  California,  must  be  preserved. 
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•  Minimum  adequate  payment  rates  for  hospital  outpatient 
services,  including  a  possible  outpatient  disproportionate  share 
hospital  adjustment,  must  be  adopted. 

*  Eligibility  and  coverage  for  pregnant  women  and 
children  must  continue  to  be  improved,  including  the  elimination 
of  state  restrictions  on  days  of  care  for  these  populations. 

In  closing,  Mr.  Chairman,  I  believe  it  is  time  to  recognize 
that  AIDS  is  now  a  mainstream  issue  for  all  Americans,  and  an 
all-consuming  issue  for  public  hospitals  who  treat  the  majority 
of  the  patients  infected  with  this  tragic  disease.     It  was  once 
necessary  to  distinguish  AIDS  from  other  health  care  issues  in 
order  to  properly  focus  public  attention  on  the  gross 
deficiencies  in  our  system  for  treating  PWAs.     However,  now  as  we 
struggle  to  improve  the  treatment  of  AIDS,   it  is  clear  that  we 
can  no  longer  isolate  the  problems  of  confronting  AIDS  from  the 
more  general,  and  significant,  problems  posed  for  our  health  care 
system  by  the  medically  disenfranchised.     We  must  therefore 
direct  reforms,  rendered  urgent  by  the  advent  of  AIDS  and  HIV 
infection,  to  the  overall  U.S.  health  care  system,  not  merely  to 
the  disease  itself. 
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Mr.  Waxman.  Mr.  Conviser.  i 

STATEMENT  OF  RICHARD  CONVISER 

Mr.  CJoNViSER.  I  am  Richard  Conviser,  a  consultant  on  AIDS  | 
policy  and  cost  of  care  issues.  I'd  like  to  thank  the  subcommittee  I 
for  the  opportunity  to  address  it  today  and  particularly  the  chair- 
man for  the  leadership  he  has  shown  in  introducing  legislation  on 
additional  Medicaid  support  for  HIV.  Today  I  am  representing 
Children's  Hospital  of  Newark,  NJ,  a  private  129-bed  tertiary  care 
facility  that  serves  both  the  State  and  its  local  community. 

A  recent  study  in  New  Jersey  showed  that  about  200  children 
born  each  year  will  develop  HIV  infection.  At  Children's  Hospital 
over  half  the  infected  children  are  born  to  mothers  who  use  intra- 
venous drugs  and  another  third  have  mothers  who  are  infected  sex- 
ually. 

The  Children's  Hospital  AIDS  Program,  or  CHAP,  was  formal- 
ized in  1984,  and  since  that  time  it  has  cared  for  over  250  HIV-in- 
fected children.  CHAP  has  a  private  foundation  grant  expiring  this 
year  that  supports  discharge  planning  personnel.  They  provide 
counseling,  education,  and  family  support,  and  they  help  children 
and  their  families  gain  access  to  community-based  services. 

New  Jersey  has  a  Medicaid  waiver  which  provides  reimburse- 
ment for  the  community-based  services  and  about  a  quarter  of  the 
children  seen  at  CHAP  are  enrolled  in  the  waiver  program. 

The  hospital  is  committed  to  family  centered  care.  Because  of  its 
success  in  linking  children  with  community-based  services,  only 
about  5  percent  of  the  children  in  its  AIDS  program  are  hospital- 
ized at  any  given  time — they  fill  about  10  percent  of  the  hospital's 
beds. 

A  1987  survey  of  all  AIDS  hospitalizations  in  New  Jersey  show 
that  the  average  admission  for  a  child  with  AIDS  costs  nearly 
$9,000  and  lasted  2  weeks.  Annual  costs  averaged  over  $37,000  for 
an  average  of  61  days  of  hospitalization. 

A  study  at  Children's  Hospital  showed  that  after  developing 
AIDS  children  averaged  outpatient  costs  of  over  $6,000  and  inpa- 
tient costs  of  over  $47,000.  If  you  add  to  this  the  cost  of  care  before 
the  children  had  developed  AIDS,  the  effects  of  antiviral  agents 
like  ATZ  that  prolongs  survival  and  continuing  coverage  for  those 
who  were  still  alive  at  the  study's  end,  the  total  cost  of  care  comes 
to  perhaps  $80,000  per  child. 

The  vast  majority  of  this  cost  is  borne  by  Medicaid.  At  Children's 
Hospital  over  85  percent  of  the  infected  children  had  Medicsiid  cov- 
erage and  their  care  cost  over  $10,000  more  than  that  for  children 
with  private  insurers. 

This  difference  results  from  the  greater  severity  of  illness  and 
multiple  family  problems  of  those  with  Medicaid  coverage. 

In  other  States,  such  problems  often  lead  to  prolonged  inpatient 
admissions  because  there  is  no  suitable  place  to  send  children  to 
receive  subacute  care. 

In  New  Jersey,  the  Medicaid  waiver,  a  well  developed  foster  care 
program  and  step-down  facilities  helped  to  reduce  the  incidence  of 
medically  unnecessary  long  hospital  stays.  Hospital  reimbursement 
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in  New  Jersey  is  unusual,  with  a  highly  regulated,  all  payer  diag- 
nosis related  group,  that  is  DRG's  system  of  prospective  payment. 

In  1986  and  1987,  the  State's  hospitals  lost  about  $2,000  for  every 
AIDS  admission  because  payments  were  being  made  through  DRGs 
developed  prior  to  the  onset  of  the  epidemic.  In  1989,  New  Jersey 
adopted  14  specific  DRG's  for  HIV-related  conditions,  and  these 
should  ease  the  financial  strain  on  hospitals. 

New  Jersey's  1987  statewide  survey  showed  that  avoidable  long 
and  short  stays  by  HIV-infected  children  were  most  likely  to  occur 
in  the  hospitals  that  had  the  least  experience. 

As  the  HIV  epidemic  continues  to  spread  and  survival  times 
lengthened  from  improved  treatment  protocols,  the  pressure  on 
this  country's  health  care  system  will  continue  to  grow. 

The  fiscal  consequences  of  that  pressure,  particularly  for  those 
hospitals  with  large  numbers  of  Medicaid  patients,  could  be  serious 
unless  there  are  upward  adjustments  in  reimbursement  rates. 

The  natural  progression  of  HIV  disease  among  already  infected 
children  will  inevitably  increase  the  need  for  inpatient  care.  But 
merely  giving  better  reimbursement  for  acute  care  will  not  im- 
prove the  quality  of  care  for  infected  children. 

The  experience  of  Children's  Hospital  shows  that  case  manage- 
ment contains  costs  and  improves  quality  of  care.  But  Children's 
will  need  support  from  Medicaid  or  other  sources  for  case  manage- 
ment when  its  private  foundation  grant  funding  dries  up  later  this 
year. 

Moreover,  Medicaid  coverage  for  community-based  care  needs  to 
be  made  available  to  all  HIV-infected  children,  not  merely  those 
who  have  already  developed  AIDS.  Without  it,  a  growing  share  of 
hospital  resources  will  have  to  be  devoted  to  the  HIV  epidemic. 
This  would  further  compromise  the  ability  of  Children's  Hospitals, 
particularly  those  located  in  inner  cities,  to  provide  care  of  the 
highest  quality  for  all  children  in  their  communities. 

Thank  you. 

[The  prepared  statement  of  Mr.  Conviser  follows:] 
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Statement  of 

Richard  Conviser,  Ph.D.,  Consultant 
Children's  Hospital  AIDS  Program 
Children's  Hospital  of  New  Jersey 

I  am  Richard  Conviscr.  a  consultant  on  AIDS  policy  and  cost  of  care  issues.  Since 
1986  I  have  been  doing  research  tor  the  New  Jersey  Slate  Department  of  Health,  and  in 
1989  I  worked  wiih  key  staff  members  of  the  Children's  Hospital  AIDS  Program  at 
Children's  Hospital  ol  New  Jersey  and  others  to  produce  Generations  in  Jeopardy.  This 
report  from  the  New  Jersey  Pediatric  AIDS  Advisory  Committee  focuses  upon  the  impact 
of  the  HIV  epidemic  on  children,  women,  and  adolescents.  Currently  I  am  collaborating 
on  several  pediatric  AIDS  research  projects  with  the  Children's  Hospital  AIDS  Program, 
which  I  represent  today.  Mary  Boland,  the  Program  Director,  is  unable  to  be  with  you 
because  she  is  hosting  a  site  visit  by  the  National  Commission  on  AIDS. 

Children's  Hospital  in  Newark  is  a  private  129-bed  tertiary  care  facility  and  is  the 
only  specialty  acute  care  hospital  for  children  in  New  Jersey.  Although  about  half  of  its 
admissions  originate  in  referrals  from  throughout  the  slate  and  region.  Children's  Hospital 
is  also  committed  to  providing  primary  and  emergency  care  for  the  children  who  live  in  the 
surrounding  urban  community.  These  children  comprise  the  other  half  of  its  patients. 

A  blinded  scroprevalcnce  survey  of  New  Jersey's  newborns  in  1989  showed  that 
one  baby  m  200  was  born  to  an  HIV-infected  mother.  Based  on  estimates  that  30%  of 
such  babies  will  themselves  become  HIV-infected,  at  current  rates  New  Jersey  can  expect 
about  200  babies  born  each  year  to  develop  HIV  infection.  Essex  County,  where 
Children's  Hospital  is  located,  is  the  epicenter  of  New  Jersey's  pediatric  AIDS  epidemic. 
For  a  baby  born  in  Essex  County,  the  odds  of  being  HIV-infected  are  nearly  three  times  as 
great  as  in  the  slate  as  a  whole. 

Since  1984,  when  Children's  Hospital  formalized  its  AIDS  Program  (CHAP),  the 
program  has  cared  for  over  250  HIV-infected  children.  Typically,  such  children  occupy 
about  10%  of  the  hospital's  beds.  Because  of  the  program's  capacity  to  link  infected 
children  with  home-  and  community-based  care,  however,  only  about  5%  of  the  children  in 
the  program  are  actually  in  the  hospital  at  any  given  time.  The  discharge  planning 
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personnel  who  help  children  and  iheir  families  gain  access  to  community-based  services  are 
supported  by  a  private  toundaiion  grant  that  was  awarded  in  1986  and  expires  this  year. 
Were  it  not  for  these  services,  and  the  Medicaid  AIDS  Community  Care  Alternatives 
Program  (ACCAP)  waiver  that  provides  reimbursement  for  them,  the  HIV  epidemic  would 
place  a  far  greater  strain  on  the  resources  of  Children's  Hospital  than  it  does.  About  25% 
of  the  children  seen  at  CHAP  are  enrolled  in  the  ACCAP  program,  which  reimburses  for 
case  management  at  the  rate  of  SlOO/month/child.  All  counseling,  education,  and  family 
support  at  CHAP  is  funded  through  grant  p^rograms  and  is  not  currently  Medicaid 
reimbursable.  Unless  tunding  is  found  to  replace  the  expiring  private  foundation  grant. 
Children's  Hospital  faces  possible  losses  in  discharge  planning  personnel,  linkages  with 
"community -based  services,  and  continuity  of  careT 

A  survey  of  all  AIDS  hospitalizations  in  New  Jersey  during  1987  showed  that  69% 
(74/107)  of  the  children  on  the  state  AIDS  Registry  were  hospitalized  during  the  year  at 
nineteen  acute  care  facilities.  The  average  admission  for  an  infected  child  cost  over  $8,600 
and  was  two  weeks  long.  These  per-admission  averages  are  slightly  below  those  for  adults 
and  adolescents  (of  over  $10,500  and  18.5  days  per  admission).  However,  children  with 
AIDS  typically  had  two  or  three  hospital  readmissions  during  the  year-as  opposed  to  an 
average  of  just  one  readmission  for  adults  hospitalized  with  AIDS.  Consequently,  pediatric 
AIDS  patients  had  significantly  higher  annual  hospital  use  than  their  adult  counterparts, 
averaging  61  days  in  the  hospital  during  the  year  and  over  $37,000  in  hospital  costs  per 
child.  Adult  patients  averaged  just  over  36  days  and  $21,000.  Twenty-one  (28%)  of  the 
74  children  with  AIDS  hospitalized  during  the  year  died.  The  statewide  survey  showed 
that  Children's  Hospital  cared  for  the  largest  number  of  pediatric  AIDS  cases  in  the  state, 
accounting  for  one-third  of  all  1987  admissions. 

We  are  just  completing  a  study  of  inpatient  and  outpatient  costs  at  Children's 
Hospital  for  the  155  HIV-infected  children  who  received  all  their  care  there  between  1984 
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and  the  end  of  1988.  Much  ot  the  care  tor  children  in  the  early  stages  of  HIV  illness  is 
provided  on  an  outpatient  basis.  Not  surprisingly,  however,  as  children  become  sicker,  the 
locus  of  their  care  shifts  increasingly  to  the  inpatient  ward.  Patients  with  CDC-defined 
AIDS  averaged  outpatient  costs  of  over  $6,000  and  inpatient  costs  of  over  $47,000  per 
child  during  the  course  of  the  study,  for  an  average  total  cost  of  over  $53,000.  However, 
this  figure  should  be  regarded  as  an  underestimate  of  the  average  lifetime  cost  of  care  for 
children  with  AIDS.  It  does  not  take  into  account  the  cost  of  care  prior  to  the  development 

.01  AIDS,  which  averages  nearly  $10,000.  Neither  does  it  show  the  effects  of  antiviral 
agents,  such  as  AZT,  that  have  been  shown  to  prolong  survival  but  had  not  yet  been 
inlroduced  to  the  pediatric  population  at  the  time  of  the  study.  In  addition,  over  half  of  the 

"children  with  AIDS  enrolled  in  the  Children's  Hospital  program  were  still  living  at  the  end 
of  the  study  period,  so  the  books  on  the  cost  of  their  care  were  not  yet  closed.  An  educated 
guess  about  the  lifetime  total  cost  of  care  for  a  child  with  AIDS  would  place  it  in  the  vicinity 
of  $75,000  to  $80,000. 

In  New  Jersey,  as  in  the  other  states  with  large  numbers  of  pediatric  AIDS  cases, 
most  of  that  cost  is  borne  by  Medicaid.  The  1987  statewide  survey  of  New  Jersey  AIDS 
hospitalizations  showed  that  Medicaid  was  the  primary  payer  for  79%  of  the  children  with 
AIDS  and  that  private  insurers-mainly  Blue  Cross-covered  only  about  12%.  (About  8% 
were  uninsured.)  At  Children's  Hospital,  the  imbalance  is  even  more  extreme:  over  85% 
of  the  HIV-infected  children  had  Medicaid  coverage,  while  private  insurers  covered  just 
9%.  This  contrasts  with  the  42%  of  all  Children's  Hospital  patients  (not  just  those  with 
HIV)  who  have  Medicaid  as  their  primary  payer,  and  the  40%  covered  by  private  payers. 

Not  only  does  Medicaid  cover  far  more  HIV-infected  children  than  all  other  payers; 
these  children  also  turn  out  to  have  higher  inpatient  costs  than  those  with  other  payers. 
Both  the  statewide  survey  and  Children's  Hospital  data  estimate  the  difference  in  total  costs 
between  Medicaid-  and  privately-insured  children  to  be  in  excess  of  $10,000.  It  appears 


73 


that  those  covered  by  Medicaid  are  typically  more  severely  ill  than  those  with  private 
payers.  This  may  be  an  outgrowth  of  the  limited  access  to  health  care  (including  prenatal 
care)  of  poor  families  in  our  society.  In  addition,  the  families  of  children  with  Medicaid 
coverage  are  likely  to  sutler  from  muiiipie  problems. 

At  Children's  Hospital,  nearly  90^e  of  the  children  seen  by  the  AIDS  program 
through  1988  had  been  infected  perinatally.  Over  half  (SZTo)  of  all  the  children  had 
iniravenous  drug-using  mothers,  and  the  mothers  of  another  one-third  (36%)  were  infected 
by  their  sexual  partners,  who  in  most  cases  used  intravenous  drugs  themselves.  The 
lifestyle  of  drug-using  parents  seriously  impairs  their  ability  to  care  for  their  HrV'-infected 
children.  In  addition,  the  binh  of  an  HTv'-mfected  child  is  often  the  first  concrete  evidence 
-parents  get  that  they  are  infected.  This  knowledge,  along  with  the  ravages  of  the  disease, 
funher  compromises  their  ability  to  care  for  their  infected  children.  Family  disorganization, 
poor  housing,  and  unsafe  neighborhoods  pose  serious  obstacles  to  providing  community- 
based  care  to  HlV'-ml&cied  children,  even  where  there  is  a  Medicaid  waiver  program.  In 
other  Slates.  .Medicaid  pays  for  .many  medically  unnecessary  acute  hospital  days  accrued  by 
sick  infants  requiring  only  subacute  care  who  have  nowhere  else  to  go.  New  Jersey  is 
fonunaie  in  that  ii  nas  the  .Medicaid  waiver,  a  well-developed  foster  care  program,  and  step- 
down  facilities  to  treat  such  children.  WTiile  these  resources  all  minimize  extended  "social" 
admissions,  unstable  family  situations  sometimes  still  delay  the  discharge  of  children 
requu^ng  continuing  medical  attention. 

ODncerns  have  been  expressed  in  some  quarters  that  designating  particular  hospitals 
as  AIDS  providers  could  encourage  the  development  of  a  two-class  system  of  care.  In 
New  Jersey,  however,  the  hospitals  that  care  for  the  greatest  numbers  of  HIV-infected 
children  have  accounted  for  the  least  inappropriate  .utilization  in  the  form  of  either  very 
short  or  very  long  stays.  It  appears  that  these  more  experienced  hospitals  can  improve  the 
qualiiy  of  care  at  other  facilities  by  helping  them  to  design  treatment  protocols.  Toward  this 
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end.  the  five  highcsi-volume  pediatric  AIDS  hospitals  in  New  Jersey  have  been  designated 
regional  Pediatric  HIV  Treatment  Centers  through  a  Human  Resources  Services 
Administration  (HRSA)-lunded  Pediatric  AIDS  Demonstration  Project  grant,  and 
Children's  Hospital  has  been  designated  a  National  Pediatric  HIV  Resource  Center.  All  of 
these  hospitals  have  multidisciplinary  care  teams  that  coordinate  services  with  local 
providers. 

Hospital  reimbursement  in  New  Jersey  is  highly  regulated,  and  its  all-payer 
Diagnosis-Related  Group  (DRG)  system  has  been  adjusted  as  a  result  of  the  HIV  epidemic. 
However,  an  analysis  of  payments  to  the  state's  hospitals  in  1986  and  1987"prior  to  the 
adjustment—showed  that  ihcy  were  losing  about  $2,000  for  every  AIDS-related  admission. 
This  occurred  because  AIDS  patients  require  more  care  than  others,  and  the  DRG  rates 
under  which  hospitals  were  being  paid  for  their  care  were  set  before  the  growth  of  the 
epidemic.  The  adoption  in  1989  of  fourteen  specific  DRGs  for  HIV-related  conditions 
should  ease  that  financial  strain;  similar  adjustments  need  to  be  made  in  other  states  and  in 
federal  programs.  At  Children's  Hospital,  the  existence  of  funding  to  support  patient  care 
allows  Pediatric  AIDS  Clinical  Trials  Group  (ACTG)  research  funds,  from  the  National 
Institute  of  Allergy  and  Infectious  Diseases,  to  be  used  for  research  and  not  for  patient  care. 
The  availability  of  investigational  drugs  for  children  through  ACTG  relieves  third  party 
payers  of  having  to  pay  for  them.  These  sources  of  support  notwithstanding,  the  hospital 
faces  the  loss  of  a  major  private  foundation  grant  for  discharge  planning  activities  that  help 
to  reduce  the  demand  lor  inpatient  services.  Yet  the  epidemic  shows  no  signs  of  slowing, 
and  the  natural  progression  of  HTV  disease  among  already-infected  children  will  inevitably 
increase  the  need  for  inpatient  care. 

The  continuing  spread  of  the  epidemic  and  lengthened  survival  times  from 
improved  treatment  protocols  will  exert  continuing  pressure  on  the  entire  health  care 
system.  Without  upward  adjustments  in  reimbursement  rates,  the  fiscal  consequences  of 
this  pressure  could  threaten  the  survival  of  those  hospitals  that  care  for  large  numbers  of 
Medicaid  patients.  But  m.crcly  allowing  hospitals  to  charge  higher  rates  for  acute  care  will 
not  provide  a  lasting  .solution  to  improving  the  quality  of  care  for  infected  children. 
Medicaid  support  is  needed  tor  the  discharge  planning  activities  that  link  children  and  their 
families  with  community-based  services.  We  must  improve  access  to  these  oul-of-hospital 
services,  for  without  ihcm  we  cannot  promote  family-centered  care.  Adequate 
reimbursement  must  also  be  provided  for  nonmedical  services,  inside  and  outside  the 
hospital.  Should  we  tail  to  make  such  services  available  to  HIV-infected  children,  a 
growing  share  of  hospital  resources  will  have  to  go  to  their  care.  This  would  further 
compromise  the  ability  of  children's  hospitals,  particularly  those  located  in  the  inner  city,  to 
provide  care  of  the  highest  quality  for  all  childrenln  their  communities. 
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Mr.  Waxman.  Thank  you  very  much,  Mr.  Conviser. 

The  three  of  you  run  hospitals  and  you  do  take  Medicaid  pa- 
tients, and  when  you  have  an  AIDS  patient  that's  covered  by  Med- 
icaid, let  me  just  ask  you  this  question  for  the  record:  Do  you  find 
that  the  Medicaid  program  in  your  State  pays  you  less  than  the 
cost  of  caring  for  the  individual  with  AIDS  on  an  inpatient  basis? 

Ms.  Loyd. 

Ms.  Loyd.  Mr.  Chairman,  Fd  like  to  respond  to  that. 

Mr.  Waxman.  Let  me  ask  you  further,  how  much  on  the  average 
you're  losing  on  each  patient  if  in  fact  you're  not  getting  paid? 

Ms.  Loyd.  On  the  average  we're  losing  $10,000.  The  average  per 
admission  per  patient  would  be  approximately  $14,000.  Medicaid 
reimburses  approximately  26  percent,  which  is  about  $4,000,  which 
leaves  the  hospital  $10,000,  or  better,  to  cover. 

Mr.  Waxman.  How  about  you,  Mr.  Parrish? 

Mr.  Parrish.  Grady's  experience  is  that  the  Medicaid  reimburse- 
ment on  a  case-by-case  basis  covers  40  percent  of  the  cost  of  hospi- 
talization. It  pays  $2,416  out  of  a  $5,982  cost  for  hospitalization. 
The  difference  between  our  figures  and  Jackson's  is  that  Jackson 
has  completed  a  renovation  project  which  we  are  just  beginning,  so 
their  numbers  are  a  bit  higher  than  ours  for  that  reason. 

I  need  to  add,  though,  that  the  reimbursement  in  Georgia  is  an 
average  of  all  Medicaid  patients,  so  that  the  $2,416  we  get  would  be 
more  than  the  cost  of  some  hospitalizations  and  less  than  the  cost 
of  AIDS.  So  in  the  aggregate,  with  a  1-year  lag,  we  are  being  paid 
for  the  cost  of  inpatient  care  for  AIDS  patients. 

Mr.  Conviser.  New  Jersey  has  an  all-payer  system,  and  so  the 
shortfall  for  Medicaid  is  the  same  for  all  of  their  payers.  And  as  I 
mentioned  in  testimony,  in  1987  there  was  about  a  $2,000  per  pa- 
tient shortfall  for  AIDS  patients.  The  State  is  redressing  that  by 
readjusting  its  reimbursement  system  with  an  interim  payment  to 
hospitals  for  patients  up  till  1989  and  then  the  adoption  of  AIDS  or 
HlV-specific  diagnosis  related  groups  beginning  in  1989. 

Mr.  Waxman.  A  number  of  members  of  Congress,  myself  includ- 
ed, are  interested  in  providing  Federal  assistance  in  the  form  of 
grants  to  States  or  localities  to  help  out  high  incidence  communi- 
ties. 

How  do  you  think  your  hospital  would  do  under  this  approach? 

Would  you  prefer  it  to  increasing  the  Medicaid  reimbursements 
for  patients  with  AIDS  by  25  percent  as  proposed  in  the  bill  I  intro- 
duced last  week? 

Ms.  Loyd. 

Ms.  Loyd.  Mr.  Chairman,  I  feel  that  in  fact  it  would  be  to  our 
advantage  to  have  the  25  percent  increase  in  Medicaid  because  it 
would  ensure  that  we  were  reimbursed  for  half  of  the  reimburse- 
ment in  terms  of  services  that  we  are  providing. 

I  feel  that  we  are  high  incidence  hospital  and,  therefore,  we 
would  benefit  from  the  additional  25  percent  increase  in  Medicaid. 

Mr.  Waxman.  Mr.  Parrish. 

Mr.  Parrish.  We  would  welcome  the  pajnnent,  Mr.  Chairman.  At 
the  same  time,  we  would  favor  even  more  a  very  aggressive  incen- 
tive program  to  develop  outpatient  and  community-based  programs 
to  try  to  alleviate  some  of  the  hospitalization  that  now  goes  on. 
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Mr.  CoNViSER.  I'd  like  to  mirror  that  for  New  Jersey.  Given  the 
particular  circumstances  of  reimbursement  what  would  help  with 
the  pediatric  epidemic  most  would  be  substantially  more  support 
for  out-of-hospital  care. 

Mr.  Waxman.  I  know  you  don't  want  to  choose,  and  I  don't 
either,  but  let's  say  we're  faced  with  the  choice  of  either  providing 
a  higher  reimbursement  rate  under  Medicaid  to  hospitals  for  AIDS 
patients  on  the  other  hand,  or  emergency  assistance  for  the  com- 
munities that  are  hardest  hit  with  the  AIDS  epidemic,  which 
means  that  the  communities  could  then  distribute  some  of  that 
money  to  the  hospitals  that  are  hard  hit. 

If  you  had  to  choose  between  the  two,  which  one  would  you 
choose? 

Ms.  LoYD.  Currently  the  State  of  Florida,  Miami,  we  have  a  com- 
prehensive outpatient  component.  We  provide  or  reimburse  all  the 
providers  at  a  Medicaid  rate,  whatever  that  Medicaid  rate,  through 
State  appropriated  dollars  they  are  already  reimbursed.  The  hospi- 
tal is  in  fact  probably  the  largest  entity  that's  receiving  less  than 
they  should  in  terms  of  compensation.  So,  therefore,  I  would  sup- 
port the  25  percent  increase  in  Medicaid  for  the  hospital. 

Mr.  Waxman.  Mr.  Parrish. 

Mr.  Parrish.  We  would  favor  direct  payment  for  patient  care  as 
contrasted  with  giving  discretionary  money  to  local  communities. 
Mr.  Waxman.  Mr.  Conviser. 

Mr.  Conviser.  I  would  prefer  to  discuss  this  with  the  Director  of 
the  AIDS  Program  and  I  will  respond  later. 

Mr.  Waxman.  We  will  be  glad  to  receive  that. 

Following  up  on  the  previous  question,  one  of  the  arguments 
against  increasing  Federal  funds  to  public  hospitals,  whether  indi- 
rectly through  impact  assistance  block  grants  or  directly  through 
Medicaid,  is  that  the  locality  will  simply  reduce  its  contribution  to 
the  hospital's  operating  budget  by  the  amount  of  new  Federal 
funds. 

Do  you  think  this  argument  is  valid? 

Ms.  LoYD.  The  localities  or  local  governments  provide  no  addi- 
tional dollars  or  funding  for  the  South  Florida  AIDS  Network  so  I 
don't  think  that  that  would  have  any  impact. 

Mr.  Waxman.  That's  not  a  factor  with  you? 

Ms.  LfOYD.  No. 

Mr.  Waxman.  Mr.  Parrish. 

Mr.  Parrish.  I  think  it's  a  very  valid  concern  and  I  certainly 
think  there  should  be  constraints  built  in  that  would  preclude  that. 
I  don't  believe  that  it  would  happen  in  Atlanta  simply  because  of 
the  relationship  between  the  funding  agencies  and  the  hospital.  I 
think  there's  a  high  degree  of  understanding  of  the  need  to  deal 
effectively  with  AIDS  and  I  would  not  anticipate  local  funding 
being  withdrawn. 

Mr.  Waxman.  Mr.  Conviser. 

Mr.  Conviser.  In  New  Jersey,  neither  do  I  anticipate  that  local- 
ities would  reduce  their  support. 

Mr.  Waxman.  One  of  the  arguments  against  the  proposal  I've  in- 
troduced, increased  Medicaid  payments  to  hospitals  serving  high 
volumes  of  AIDS  patients,  is  that  it  creates  two  classes  of  hospitals: 
one  that  serves  AIDS  patients  and  one  that  does  not. 
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Do  you  think  there's  any  merit  to  this  argument? 

Ms.  LoYD.  Considering  Jackson  Memorial  provides  the  bulk  of  all 
services  to  AIDS  patients  in  Dade  County,  we  already  have  a  two- 
class  system.  I  don't  foresee  this  enhancing  that  system  any,  but  in 
fact  it  may  entice  or  create  an  incentive  for  the  hospitals  to  get  in- 
volved. 

Mr.  Waxman.  Mr.  Parrish. 

Mr.  Parrish.  I  think  that  Atlanta's  record  is  a  good  one  in  terms 
of  having  the  private  hospitals  and  the  public  hospitals  coordinate 
their  activities  in  terms  of  everybody  treating  AIDS  patients.  All 
private  hospitals  in  Atlanta  treat  AIDS  patients,  many  private 
physicians  do.  And  the  working  together  and  trying  to  maintain 
HTV  infections  is  something  that  can  be  dealt  with  adequately  in 
community  hospitals  and  not  just  in  specialized  hospitals,  I  think  is 
the  approach  we  would  prefer. 

Mr.  Waxman.  Mr.  Conviser. 
,,     Mr.  Conviser.  In  New  Jersey,  all  hospitals  care  for  adults  and 
i  adolescents  with  AIDS.  And  as  of  1987,  19  of  the  87  acute  care  hos- 
j  pitals  had  already  cared  for  children  with  AIDS. 
■     In  a  sense,  there  could  be  an  advantage  to  having  hospitals  that 
specialize  in  AIDS  care.  In  New  Jersey,  in  fact,  five  hospitals  have 
been  designated  pediatric  AIDS  resource  centers,  and  we  found 
that  those  are  hospitals  that  are  most  efficient  in  delivering  low 
cost,  high  quality  care  to  children. 

The  system  being  set  up  in  New  Jersey  now  is  one  whereby  those 
regional  resource  centers  are  going  to  help  other  hospitals  develop 
appropriate  treatment  protocols  for  children  with  AIDS. 

Mr.  Waxman.  Thgink  you  very  much. 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Thank  you. 

Ms.  Loyd,  I  would  like  to  ask  what  the  current  position  of  the 
Florida  State  Medical  Society  is  on  the  issue  of  reportability  for 
HIV  carriers.  Are  you  aware  of  what  that  position  is? 
Ms.  Loyd.  Yes,  sir,  I'm  aware  of  that  position, 
t     Currently,  they  are  developing  a  new  policy  in  terms  of  HIV  re- 
I  portability.  Currently,  all  AIDS  patients,  diagnosed  patients  who 
III  are  full-blown  AIDS  are  reportability  

I      Mr.  Dannemeyer.  They  haven't  yet  gotten  to  the  point  where 
they  have  adopted  the  recommendation  of  the  American  Medical 
!  Association,  I  take  it,  then? 

|,  Ms.  Loyd.  Sir,  they  do  provide  contact  tracing  through  the 
!'  county  public  health  units  in  the  State  of  Florida. 

Mr.  Dannemeyer.  Is  the  status  of  the  current  law  in  Florida 

such  that  you  mandate  when  a  physician  encounters  a  patient  who 
I  is  £in  HIV  carrier  that  that  patient  is  reported  to  the  public  health 

authority? 

Ms.  Loyd.  No,  sir,  that  law  is  not  in  effect. 
I     Mr.  Dannemeyer.  Is  there  a  suggestion  in  the  State  public 
I  health  department  that  it  be  done? 

Ms.  Loyd.  It's  a  suggestion,  sir,  but  it's  not  a  law. 

Mr.  Dannemeyer.  Do  you  favor  it? 

Ms.  Loyd.  Sir,  I  hold  my  opinion  on  that.  I  feel  that  with  confi- 
dentiality there  would  be  a  lot  of  problems  in  trying  to  have  a  con- 
tact tracing  policy. 
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Mr.  Dannemeyer.  Can  you  give  me  one  instance  you  mandate  re- 
portability  of  fully  developed  AIDS  cases  in  Florida,  don't  you? 
Ms.  LoYD.  Yes,  sir,  we  do. 

Mr.  Dannemeyer.  And  report  it  a  little  less  than  10,000? 
Ms.  LoYD.  Yes,  sir 

Mr.  Dannemeyer.  Can  you  give  me  one  instance  in  the  State  of 
Florida  where  the  identity  of  a  fully  developed  AIDS  patient  has 
been  revealed  from  public  health  authorities  to  persons  not  author- 
ized to  know  it? 

Ms.  LoYD.  Sir,  I  don't  know  of  one. 

Mr.  Dannemeyer.  I  don't  either. 

Mr.  Parrish,  how  about  the  State  of  Georgia,  what's  the  status  of 
the  medical  association  in  the  State  of  Georgia,  have  they  yet  im- 
plemented the  recommendation  of  the  American  Medical  Associa- 
tion in  reportability  for  HIV  carriers? 

Mr.  Parrish.  I'll  be  glad  to  try  to  get  an  answer  to  that  question, 
Mr.  Dannemeyer,  I'm  just  speaking  for  the  providers  of  health 
care.  I'm  not  speaking  as  a  public  health  policy  official  at  all. 

Mr.  Dannemeyer.  But  you  have  some  contact  with  medical 
people  in  the  State  of  Georgia,  don't  you? 

Do  you  know  what  the  current  status  of  the  law  is  in  the  State  of 
Georgia  on  the  issue  of  reportability  for  HIV  carriers? 

Mr.  Parrish.  The  practice,  as  far  as  I  am  aware,  is  the  one  that 
was  described  by  Dr.  Koop  earlier. 

Mr.  Dannemeyer.  If  you  don't  know,  just  tell  me,  that's  okay. 
But  if  you  do  know  what  the  current  policy  of  the  State  law  in 
Georgia  is,  I'd  appreciate  it  if  you  would  tell  me  that,  if  you  know 
it. 

Mr.  Parrish.  AIDS  cases  are  reportable. 

Mr.  Dannemeyer.  How  much  HIV  carriers,  are  they  reported? 
Mr.  Parrish.  I  do  not  know. 
Mr.  Dannemeyer.  All  right. 

I  noticed  that  in  the  State  of  Georgia — did  I  understand  you  to 
say  that  56  percent  of  the  AIDS  cases  are  not  covered  by  Medicaid? 

Mr.  Parrish.  In  our  hospital,  50  percent  of  the  patients  that 
have  HIV  infections — 56  percent  of  the  patients  for  whom  we're 
treating  HIV  infections  have  no  coverage  of  any  sort. 

Mr.  Dannemeyer.  But  according  to  the  law  in  the  State  of  Geor- 
gia, a  family  of  two,  if  they  earn  $220  a  month,  then  they  would 
not  be  eligible  for  Medicaid  by  State  law,  correct? 

Mr.  Parrish.  I  don't  know  the  numbers  exactly.  It's  a  very  low 
number,  which  is  being  revised. 

Mr.  Dannemeyer.  Obviously,  the  State  of  Georgia  would  raise 
that  level  of  earnings  to  establish  eligibility,  then  that  would  in- 
crease the  percentage  of  patients  in  Georgia  that  would  be  treated 
with  AIDS,  wouldn't  it? 

Mr.  Parrish.  Yes,  sir,  it  would,  and  we  support  that. 

Mr.  Dannemeyer.  Mr.  Conviser,  I  understand  in  the  State  of 
New  Jersey,  you've  recently  adopted  a  law  mandating  reportability 
for  HIV  carriers;  is  that  right? 

Mr.  Conviser.  I  know  that  such  a  law  is  up  for  consideration — 
I'm  not  aware  that  it  has  been  adopted  yet. 

Mr.  Dannemeyer.  It  has  been  my  intelligence  that  New  Jersey 
has  adopted  a  dual  system  whereby  it  mandates  reportability  for 
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I    HIV  carriers  but  has  established  anon3anous  testing  centers  where 
1    persons  who  can  go  there  and  they  are  tested  in  the  anonjonous 
I    testing  center,  then  they  know  there  will  be  no  reportability  from 
them. 

I       Mr.  CoNViSER.  I  don't  know  about  the  relationship  between  the 
I    two.  I  do  know  that  the  anonymous  testing  centers  have  been  in 
place  for  several  years  in  New  Jersey. 

I  Mr.  Dannemeyer.  One  of  the  problems  we  have  from  public 

i    policy,  and  this  question  is  directed  to  all  three  of  the  members  of 

II  the  panel,  and  it  was  also  directed  to  Dr.  Koop,  and  I  think  it's  ob- 
il    vious  to  all  of  us,  is  that  from  the  standpoint  of  Federal  policy,  we 

will  expend  Federal  tax  dollars  to  Medicaid  eligible  people  provided 

I  they  can  pass  a  means  test.  But  in  this  instance  the  proposal  by 

II  Mr.  Waxman  is  that  we  would  make  an  exception  for  AIDS  carri- 
ers  and  because  of  the  magnitude  of  the  problem. 

Mr.  Waxman.  If  the  gentleman  will  yield  to  me,  that's  not  cor- 
rect. 

I  What  we're  proposing,  that  they  still  meet  the  same  economic 
test  to  be  eligible  but  not  have  to  be  disabled,  which  is  another  test 
in  addition. 

For  example,  Mr.  Parrish  talked  about  Medicaid  pajdng  more  if 
the  level  were  raised.  On  the  other  hand,  if  they're  not  disabled 
they  still  wouldn't  get  Medicaid.  So  we  are  saying  for  the  purpose 

]    of  early  intervention  drugs  that  if  they  meet  the  economic  test  they 

I    also  would  be  eligible  for  Medicaid  for  the  pajnnent  of  those  drugs. 

I      Mr.  Dannemeyer.  Even  though  they  haven't  met  the  disabled 

1  test? 

'  Mr.  Waxman.  They  wouldn't  meet  the  disabled  test  because  they 
1  only  have  the  infection  and  they  won't  be  disabled  until  they  get 
1  AIDS. 

Mr.  Dannemeyer.  But  the  public  policy  question  we  have  is,  you 
]    know,  we  have  a  lot  of  people  afflicted  with  heart  disease  and 
cancer  and  other  debilitating  illnesses  in  the  country  who  would 
jl   not  be  treated  on  the  same  basis.  How  do  we  justify  treating  AIDS 
patients  differently  than  how  we've  dealt  with  these  other  diseases 
that  are  killers  in  America? 
That's  the  public  policy  question, 
'j      Mr.  Waxman.  The  difference  is  that  these  patients  are  going  to 
be  patients  for  whom  we  are  going  to  clearly  pay  the  cost  for  their 
health  care  hospitalization  because  we  are  not  preventing  the 
I  AIDS  from  developing  from  the  infection.  With  the  others  we  have 
I  no  way  to  prevent  heart  attacks  or  cancer  from  an  early  position.  If 
1|  we  did,  we  would  certainly  want  to  intervene.  But  we  do  have  a 
j  way  to  stop,  when  someone's  infected,  them  from  developing  fuU- 
i  blown  AIDS.  To  withhold  health  care  until  they  get  full-blown 
I  AIDS  means  we're  going  to  pay  up  more  money  for  them  for  the 
*|  hospitalization  as  well  as  forcing  people  to  be  disabled. 
I      Mr.  Dannemeyer.  We  can  argue  that,  I  guess,  at  length. 

I  guess  my  time  has  expired  now.  I'll  have  another  round,  per- 
j  haps,  Mr.  Chairman. 

Mr.  Waxman.  Mr.  Scheuer. 
j      Mr.  Scheuer.  Mr.  Conviser,  I  was  intrigued  by  your  reference  to 
pediatric  hospitals  in  New  York  that  are  now  specializing.  I  think 
you  called  them  pediatric  resource  centers  or  something  of  the 
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kind— that  are  now  specializing  and  offering  low-cost,  high  quality 
care  to  these  kids. 

I  think  we  are  all  desperately  looking  for  some  way  to  find  a 
lower  cost,  high  quality  care  model  for  MDS  patients,  avoiding  the 
disruption  of  emergency  rooms  in  hospitals,  which  is  a  bizarre  way 
to  treat  AIDS  people — avoiding  using  hospital  rooms  in  a  building 
with  all  kinds  of  pipes  and  electric  wires  in  incredibility  high-tech 
facilities  are  costing  hundreds  and  hundreds  of  dollars  per  square 
foot — when  many  of  these  patients,  if  not  most  of  them,  could  be 
attended  in  much,  much  simpler  buildings  at  far  lower  cost. 

So  what  I  would  like  you  to  do — and  any  of  the  others  please 
chime  in — is  elaborate  on  what  are  some  of  the  approaches  you  use 
that  do  reduce  costs  while  maintaining  reasonable  quality. 

Mr.  CoNViSER.  There  are  two  kinds  of  avoidable  hospital  admis- 
sions for  children  with  AIDS,  very  short  stays  for  procedures  that 
could  be  done  on  an  outpatient  basis  and  very  long  stays  that  are  a 
consequence  of  the  social  circumstances  of  the  child's  family  rather 
than  medical  necessity.  And  there's  an  interplay  between  the  social 
circumstances  and  medical  necessity;  a  child  who  has  received 
acute  care  can  be  discharged  into  the  care  of  alert  parents  or  other 
facilities,  the  child  will  need  continuing  medical  attention  but 
doesn't  need  the  level  of  medical  attention  provided  in  hospitals. 

So  good  discharge  planning,  case  management  programs,  can  see 
to  it  that  children  receive  the  care  at  the  facility  that  is  most  ap- 
propriate to  their  need  instead  of  the  children  automatically  going 
to  acute  care  hospitals  for  all  of  their  needs. 

Let  me  add,  however,  that  with  children  infected  with  AIDS, 
since  most  of  them  are  from  families  of  intravenous  drug  users — 
either  mother  or  father,  or  both — and  because  the  news  that  a 
child  is  HIV-infected  may  often  be  the  first  evidence  that  the 
parent  has  of  his  or  her  own  HIV  infection  oftentimes  is  very  com- 
plicated to  discharge  children  to  the  care  of  their  families. 

Extended  families  sometimes  come  into  the  breach.  A  network  of 
step-down  facilities  such  as  the  ones  in  New  Jersey  is  developing 
help  where  there  may  be  five  or  six  beds  in  the  facility  under  close 
supervision  of  physicians  and  nurses — far  less  costly  than  acute 
care  hospitals.  And  these  step-down  facilities  also  serve  as  a  re- 
cruiting ground  for  foster  parents.  And  New  Jersey  has  been  very 
fortunate  in  being  able  to  discharge  HIV-infected  children  to  foster 
parents  who  are  willing  to  look  after  them. 

Mr.  ScHEUER.  What  kind  of  a  structure  would  it  be  that  has  fa- 
cilities for  five  or  six  beds?  Is  that  a  private  house? 

Mr.  CoNViSER.  Generally,  yes. 

There  are  several  such  structures  are  converted  private  houses 
in  New  Jersey  now. 

Mr.  ScHEUER.  So  you  could  take  a  private  house,  and  I  guess  for 
most  of  the  day  the  care  would  be  under  a  paraprofessional,  a  semi- 
professional,  other  than  a  professional  person,  with  doctor  and  pro- 
fessional nursing  supervision  from  time  to  time? 

Mr.  CoNViSER.  Correct. 

Mr.  ScHEUER.  Has  this  been  written  up  in  New  Jersey?  Has  this 
been  codified? 

Mr.  CoNViSER.  Yes,  it  has  been,  and  we  have  published  in  the 
journal  AIDS  and  Public  Policy  about  this  of  kind  of  arrangement. 
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Mr.  ScHEUER.  I  would  like  to  ask  unanimous  consent  that  we  get 
a  copy  of  whatever  you  have  to  offer  that  would  give  other  cities 
and  States  guidance  on  how  they  can  develop  modalities  for  lesser 
cost,  high  quality  care. 

I  think  this  is  what  we're  all  thirsting  for.  We  are  appalled  at 
the  burden  of  AIDS,  as  I  say,  sopping  up  urgently  needed  moneys 
for  other  elements  in  the  health  care  system — preventive  health 
care,  prenatal,  postnatal — preventing  us  from  addressing  the  needs 
of  31  million  Americans  who  don't  have  access  to  the  health  care 
system. 

I  have  to  bsdance  other  needs,  very  compelling  needs,  outside  of 
the  hesdth  care  system,  and  I  just  took  Head  Start  as  one  example. 
We  have  a  couple  of  million  kids  in  this  country  who  ought  to  be  in 
Head  Start.  Yet,  we're  only  funding  one  in  six  of  the  Head  Start 
slots  that  should  be  available  to  kids  in  urgent  education  risk. 

Now  President  Bush's  proposal  for  this  year  would  reduce  that 
unmet  need  from  one  in  six  to  one  in  five.  But  even  under  Presi- 
dent Bush's  proposal  to  add  another  $500  million  to  Head  Start, 
still  we  would  consigning  80  percent  of  the  kids  at  education  risk  to 
almost  certain,  predictable  education  failure. 

So  this  looming  burden  of  $10  to  $15  billion  in  the  next  3  or  4 
years  of  AIDS  is  a  terrible  burden  on  our  society,  not  only  within 
the  technology,  but  for  other  competing  needs  of  society — and  I  just 
take  education  as  one  urgently  pressing  need. 

So  your  quest  and  your  mission  of  finding  a  lower  cost  but  never- 
theless high  quality  health  care  modality  for  both  kids  and  adults 
is  absolutely  quintessentially  important. 

Mr.  CoNViSER.  If  I  might  follow  up  with  a  small  point  germane  to 
the  bill  under  consideration,  as  I  mentioned  briefly  in  my  testimo- 
ny, I  feel  that  the  bill  could  fruitfully  be  amended  to  extend  Medic- 
aid coverage  out  of  hospital  to  children  who  are  HIV-infected.  The 
language  of  the  bill  right  now  would  limit  that  care  to  children 
who  have  already  developed  AIDS.  Children  who  have  already  de- 
veloped AIDS  generally  need  a  lot  of  inpatient  care  no  matter  how 
much  we  do  to  buttress  the  other  elements  of  the  system. 

So  I  would  like  to  see  the  bill  amended  to  extend  that  kind  of 
coverage  to  all  children  with  confirmed  HIV  infection. 

Mr.  Parrish.  Mr.  Chairman,  may  I  add  a  response  to  Mr. 
Scheuer's  question? 

Mr.  Waxman.  Yes. 

Mr.  Parrish.  All  three  of  the  hospitals  represented  here  have  al- 
ternative programs  to  hospitalization.  We  all  have  a  continuum  of 
care.  Richard's  hospital  and  mine  and  Barbara's  are  all  involved  in 
these  and  they  do  paraprofessionals  to  provide  a  much  less  expen- 
sive, albeit  much  more  acceptable  to  the  patient,  much  higher  qual- 
ity care  than  you  can  provide  in  a  bed.  We've  all  recognized  that 
none  of  us  want  to  be  in  a  bed  when  there's  a  decent  alternative.  I 
think  all  three  of  these  hospitals  and  many  other  public  hospitals 
around  the  country  have  in  fact  done  a  great  deal  in  that  regard. 

It's  just  that  in  spite  of  all  that,  we  are  now  having  to  hospitalize 
some  patients,  and  the  cost  of  pajdng  for  those  hospitalizations  and 
the  number  of  beds  they  take  up  that  just  aren't  there  is  what's 
overwhelming  the  public  hospitals. 

We  are  using  the  community  resources,  I  think,  very  effectively. 
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Mr.  Waxman.  Thank  you,  Mr.  Scheuer. 
Mr.  Scheuer.  Thank  you,  Mr.  Chairman. 
Mr.  Waxman.  Mr.  Nielson. 

Mr.  Nielson.  Mr.  Parrish,  you  mentioned  in  your  testimony  that 
the  length  of  stay  at  pubh'c  hospitals  in  the  northeast  is  much 
longer  than  any  other  region  in  the  country. 

Why  is  that  the  case? 

Mr.  Parrish. 

Mr.  Parrish.  I  didn't  mention  that. 
Mr.  NiEUSON.  It's  in  your  testimony. 

Mr.  Parrish.  Fm  sorry,  you're  right,  it's  in  what  was  submitted 
for  the  record. 

Mr.  NiEi^ON.  Yes,  it's  in  the  record,  that's  where  it  is,  okay. 

Why  is  it  so  much  higher  in  the  northeast? 

Mr.  Parrish.  I'm  not  prepared  to  address  that.  I'd  be  glad  to 
have  the  association  get  that  answer  for  the  record. 

Mr.  Nielson.  Does  that  have  anything  to  do  with  the  fact  that 
there  are  a  larger  number  of  drug  abusers  in  the  northeast  or  not? 

Mr.  CoNViSER.  If  I  may  speak  to  that. 

Mr.  Nielson.  I'd  rather  have  Mr.  Parrish;  he's  the  one  that  made 
the  statement,  and  then  I'll  call  upon  you. 

Mr.  Parrish.  There  is  a  larger  incidence  of  drug  abuse  there 
than  what  we've  experienced.  And  the  presumption  would  have  to 
be  that  that  is  correct. 

Mr,  Nielson.  Mr.  Conviser,  would  you  like  to  add  to  that? 

Mr.  Conviser.  There  have  always  been  variations  in  the  length 
of  time  people  spend  in  hospitals  in  different  regions  of  the  country 
for  all  diagnoses.  The  West  Coast  has  a  tradition  of  being  quite  ex- 
pensive but  getting  patients  out  quickly.  The  East  Coast  has  a  tra- 
dition of  being  less  costly  per  day  but  keeping  patients  in  for  a 
longer  period  of  time. 

Mr.  Nielson.  Thank  you. 

Mr.  Parrish,  would  you  care  to  guess  what  percentage  the  total 
cost  of  AIDS  care  is  reimbursed?  I  mean  to  include  those  you  have 
to  pay  the  entire  cost  of  and  those  you  pay  a  partial  cost  of. 

Mr.  Parrish.  Do  you  mean  at  my  hospital? 

Mr.  Nielson.  Yes,  in  your  hospital. 

Mr.  Parrish.  About  20  to  30  percent  is  reimbursed  by  Medicaid. 

Mr.  Nielson.  That's  of  those  who  are  under  Medicaid. 

What  about  those  who  come  in  with  no  hospitalization  of  any 
kind?  Don't  you  pick  up  some  of  those  as  well? 

Mr.  Parrish.  Fifty-six  percent  of  all  the  care  that  we  give  for 
AIDS  patients  is  not  reimbursed  by  any  third-party  payer. 

Mr.  NiEi^ON.  So  you  pay  the  entire  cost  for  the  56  percent  and  80 
percent  of  the  cost  for  the  balance,  would  that  be  something  like 
that? 

Mr.  Parrish.  On  outpatients  it's  not  80  percent;  the  Medicaid 
program  would  tend  to  cover  100  percent  of  that. 

Mr.  Nielson.  I  see.  I  wish  you'd  kind  of  put  your  weighted  aver- 
age on  to  give  us  some  overall  figure  on  that  one. 

On  page  11  of  your  testimony  you  mentioned  the  public  hospital 
losses  for  inpatient  services  are  $218  per  day  but  that  the  losses  for 
outpatients  was  $264.  That  seems  rather  strange  to  me  that  the 
loss  for  an  outpatient  is  more  than  the  loss  for  an  inpatient. 
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Do  you  have  an  explanation  for  that? 

Mr.  Parrish.  I  can  give  you  a  partial  explanation.  There  are 
some  States  that  have  a  cap  on  what  Medicaid  will  pay  for  an  out- 
patient visit.  An  outpatient  visit  in  our  hospital  is  a  complicated 
visit  in  that  it  involves  expensive  kinds  of  diagnostic  therapy  such 
as  bronchoscopies  and  x-ray  studies  that  are  done  in  order  to  avoid 
a  more  expensive  hospitalization.  So  you  might  find  a  clinic  visit 
costing  several  hundred  dollars. 

In  some  States  there's  a  Medicaid  cap  of  $60,  for  example,  on 
clinic  visits,  so  that  doesn't  provide  much  of  an  incentive  for  those 
States  to  do  care  on  an  ambulatory  basis  when  they  are  reimbursed 
at  a  higher  rate  if  the  patient  is  an  inpatient. 

Mr.  NiEi^ON.  On  that  page  11  you're  talking  about  these  figures. 
Are  you  referring  to  all  patients  or  just  the  HIV  AIDS  patients? 
Paragraph  No.  1,  page  11,  of  your  testimony. 

Does  that  refer  to  all  patients  or  just  AIDS  and  HIV  patients? 

And  if  it's  just  AIDS  and  HIV,  will  H.R.  4080  impact  these  losses 
at  all? 

Mr.  Parrish.  This  is  AIDS. 
Mr.  NiELSON.  Just  AIDS. 

How  will  H.R.  4080  help  in  this  regard?  How  will  it  impact  it? 
Mr.  Parrish.  I  think  a  major  way  that  it  will  help  is  encouraging 
more  outpatient  initiatives. 
Mr.  NiELSON.  Even  though  you  lose  more  on  that  process? 

Mr.  Parrish.  You  mean  lose  more  on  

Mr.  NiELSON.  Per  day,  per  patient. 

Mr.  Parrish.  We  would  be  looking  for  

Mr.  NiELSON.  That's  a  very  philanthropic  point  of  view — you 
would  rather  have  more  of  the  kmd  you  lose  more  on  than  the  ones 
you  would  lose  less  on. 

Mr.  Parrish.  My  concern  is  that  if  the  reimbursement  rates  are 
significantly  better  on  inpatients,  we  will  tend  to  develop  more  in- 
patient programs. 

Mr.  NiELSON.  So  we  should  do  a  better  job  of  reimbursing  proper- 
ly, then,  is  what  you're  saying? 

Mr.  Parrish.  I  think  the  reimbursement  should  be  slanted  to  re- 
imburse for  the  most  effective  kind  of  care  and  not  to  presume  that 
that's  inpatient. 

Mr.  NiEi^ON.  Which,  in  your  case,  is  outpatient  because  you  can 
do  more  and  get  them  out  faster  and  more  effective  use  of  your 
time,  right? 

Mr.  Parrish.  We  believe  that's  a  better  use  of  the  dollars  and  it's 
a  better  use  of  the  patient's  time,  that  it's  a  higher  quality  of  life 
for  the  individuals  involved. 

Mr.  NiELSON.  Do  you  have  special  problems  financing  hospital 
service  for  AIDS  patients  in  the  south  primarily  to  Medicaid  eligi- 
bility requirements? 

Mr.  Parrish.  Yes,  sir,  we  do. 

Mr.  NiELSON.  Would  H.R.  4080  help  remedy  this  problem  as  well? 
Mr.  Parrish.  Yes,  sir,  it  would  help. 

Mr.  NiELSON.  You  mentioned  that  30  percent  of  the  AIDS  pa- 
tients at  Grady  could  be  more  appropriately  cared  for  in  either 
skilled  or  custodial  nursing  home  beds. 

Is  this  typical  of  all  hospitals  in  your  region? 
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Mr.  Parrish.  All  hospitals  where?  , 

Mr.  NiELSON.  All  hospitals  in  your  region  who  serve  a  large  i 
number  of  AIDS  victims. 

Mr.  Parrish.  Some  States  have  nursing  homes  that  will  accept  t 
AIDS  patients.  Georgia  is  not  one  of  them. 

Mr.  NiELSON.  If  I  may  continue  this  and  this  is  the  last  question. 

If  these  patients  were  moved  to  such  facilities,  that  is,  skilled  or 
custodial  nursing  cares,  would  that  alleviate  the  financial  burden 
on  the  hospitals?  ^ 

Mr.  Parrish.  It  might  just  mean  that  another  AIDS  patient  j 
would  take  that  bed.  But  in  terms  of  looking  after  the  total  number 
of  people  that  the  epidemic  is  affecting,  yes,  it  lowers  the  cost,  be- 
cause the  cost  of  a  nursing  home  is  less  than  the  cost  of  a  hospital  i 
bed.  I 

Mr.  NiEi^ON.  Mr.  Chairman,  will  we  have  another  round?  ! 

Mr.  Waxman.  If  members  wish  another  round.  * 

Mr.  NiELSON.  If  not,  I  have  a  whole  series  of  questions  for  Mr. 
Conviser  I  didn't  get  to,  either  him  or  Ms.  Loyd. 

Mr.  Waxman.  I  would  prefer  we  not  have  another  round  because 
we're  running  late.  i 

Mr.  NiELSON.  All  right,  I  would  like  to  submit  these  for  the  j| 
record. 

Mr.  Waxman.  That's  fine  if  the  gentleman's  willing  to  do  that. 
Dr.  Rowland. 

Mr.  Rowland.  Thank  you,  Mr.  Chairman. 

I  express  my  thanks  to  each  of  you  for  coming,  and  especially  to 
the  fellow  Georgian,  Robert  Parrish,  for  being  here,  and  I  wish  to 
direct  my  question  to  him  and  to  the  other  two  if  it's  appropriate. 

I'm  told  by  the  administrator  of  the  hospital  in  Macon,  GA  that 
at  any  one  time  he  has  one  or  more  AIDS  patients  from  the  rural 
area  of  the  State — outside  of  Bibb  County,  which  is  the  county  seat 
of  that  county. 

What  has  been  your  experience  with  AIDS  patients  outside  of 
the  metropolitan  Atlanta  area  during  the  last  couple  of  years? 

Mr.  Parrish.  We've  had  about  85  percent  of  our  patients  coming 
from  Fulton  County  into  DeKalb  County,  with  the  remainder  pri- 
marily from  the  rest  of  the  State — and  an  occasional  individual 
who's  outside  the  State. 

We  do  get  some  State  money  for  the  clinic  that  we  operate,  and  I 
so  a  condition  of  that  State  money  was  that  we  would  take  some 
patients  for  outpatient  care  from  other  parts  of  the  State,  and  we 
do  that. 

Mr.  Rowland.  Has  there  been  any  change  in  the  last,  say,  2 
years,  number  of  patients  from  the  rural  areas  versus  the  number 
that  you  have  from  the  metropolitan  area? 

Mr.  Parrish.  Yes,  sir,  there's  been  an  increase.  You  mentioned 
earlier  that  the  increases  in  central  Georgia  are  very  dramatic.  In 
terms  of  absolute  numbers,  they  don't  compare  to  metropolitan  At-  ' 
lanta.  But  in  testimony  to  the  Georgia  legislature  2  weeks  ago.  Dr. 
Wilber,  from  the  State  Health  Department,  said  that  he  advises 
people  with  HIV  problems  to  come  to  Atlanta  when  they  are  not  I 
near  a  population  center  that  provides  support.  ^ 

So  with  that  kind  of  concrete  advice  coming  from  the  State 
Health  Department,  we  are  seeing  increases  in  those  numbers. 
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Mr.  Rowland.  Would  it  be  appropriate  for  either  of  you  to 
answer  that  question  relative  to  the  rural  areas  of  your  States? 

Ms.  LoYD.  In  Florida  each  one  of  the  surrounding  counties,  which 
would  be  Monroe  County,  Broward  County,  and  Palm  Beach 
County,  they  all  have  networks  and  they  all  are  a  part  of  the  South 
Florida  AIDS  Network.  The  South  Florida  AIDS  Network  basically 
has  the  highest  incident  of  AIDS  in  the  State.  So  the  accumulative 
totals  for  the  State  would  be  about  4,000  to  5,000  patients,  which  is 
half  of  the  State's  actual  reportable  cases.  So  we  don't  have  the 
same  problems.  Each  one  of  the  surrounding  counties  are  able  to 
provide  the  adequate  services  and  provide  the  needed  foUowup  to 
the  patients  in  their  particular  areas. 

Mr.  CoNViSER.  In  terms  of  New  Jersey,  to  speak  specifically 
about  pediatric  AIDS,  a  survey  has  shown  babies  are  being  bom 
HIV-infected  all  over  the  State.  This  is  a  change  from  a  number  of 
years  ago  when  the  epidemic  was  largely  confined  to  the  northeast- 
em  urban  area  of  the  State. 

Mr.  Rowland.  So  you're  getting  some  from  the  rural  areas  of 
New  Jersey  also? 

Mr.  CoNViSER.  That's  correct. 

Mr.  Rowland.  Let  me  ask  a  question  about  what  happens  to  an 
individual,  Mr.  Parrish,  who  is  able  to  leave  the  hospital,  who  has 
AIDS  but  does  not  have  any  place  to  go  and  is  not  financially  able 
to  take  care  of  themselves? 

Mr.  Parrish.  That's  a  complicated  issue.  Dr.  Rowland.  It's  prob- 
ably the  most  difficult  one  we  deal  with  on  a  daily  basis.  There's 
some  beginning  programs  such  as  Jerusalem  House  for  Adults  and 
Child  Kmd  for  Babies  where  somebody  with  no  family  support  can 
enter  a  custodial  type  of  residential  care. 

But  that's  still  a  significant  immet  need  in  Atlanta  and  it's  sepa- 
rate from  the  availability  or  nonavailability  of  nursing  homes;  it's 
just  a  need  for  supportive  living  for  people  who  can  still  maintain  a 
residential  lifestyle  if  they  have  some  support. 

Mr.  Rowland.  It's  a  very  difficult  problem  to  deal  with  and  one 
that  we  have  not  dealt  with  very  well  at  this  point. 

Mr.  Dannemeyer  had  asked  about  Georgia;  I  am  familiar  with 
Greorgia.  Are  you  interested  in  me  giving  that  to  you  or  do  you 
want  to  just  let  me  provide  it  for  you  later?  They're  about  what 
Greorgia  does,  with  reference  to  reporting.  You  asked  a  question, 
Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Right.  What's  Florida  done? 

Mr.  Rowland.  No,  I'm  talking  about  Greorgia. 

Mr.  Dannemeyer.  Greorgia? 

Mr.  Rowland.  Yes. 

Mr.  Dannemeyer.  What's  the  current  status  of  the  law  of  Geor- 
gia on  that. 

I    Mr.  Rowland.  There  are  two  ways  to  report  in  Georgia:  One  is 
confidential,  in  which  the  name  of  the  individual  is  retained  in  the 
I  medicad  record  and  it  is  reported  demographically  to  the  Depart- 
I  ment  of  Human  Resources.  The  other  is  anonjnnous  testing  where 
the  name  is  not  retained  but  the  information  is  reported  demo- 
graphically to  the  Department  of  Human  Resources. 
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In  view  of  the  fact  that  the  disease  seems  to  be  becoming  more 
chronic  now  with  the  use  of  AZT  in  seropositive  people,  that  seems 
to  be  working  very  well  at  this  point. 

Mr.  Dannemeyer.  Will  the  gentleman  yield  for  a  question? 

Mr.  Rowland.  Sure. 

Mr.  Dannemeyer.  How  can  you  conduct  contact  tracing  with 
anonymous  reportability? 

Mr.  Rowland.  I'm  not  talking  about  contact  tracing.  I'm  talking 
about  reporting  from  the  standpoint  of  people  getting  tested  for  the 
disease. 

Mr.  Dannemeyer.  Thank  you. 

Mr.  Waxman.  Thank  you,  Dr.  Rowland. 

Mr.  Towns. 

Mr.  Towns.  Thank  you  very  much,  Mr.  Chairman,  for  holding 
this  hearing. 

I  was  detained  at  the  beginning  of  the  hearing  and  ask  that  my 
opening  statement  be  placed  in  the  record. 

Mr.  Waxman.  Without  objection,  the  gentleman's  opening  state- 
ment will  be  placed  in  the  record  at  the  appropriate  spot.  [See  p. 
24.] 

Mr.  Towns.  Thank  you. 

I  guess  this  would  probably  be  for  you,  Ms.  Loyd,  and  for  you, 
Mr.  Parrish.  Are  patients  in  your  various  hospitals  denied  access  to 
AZT  and  other  therapies  because  these  therapies  aren't  covered  by 
Medicaid? 

Ms.  Loyd.  In  Miami,  or  the  State  of  Florida,  through  the  State 
Health  Office,  all  clients  who  are  Medicaid-eligible  can  receive  AZT 
through  that  particular  entity.  The  clients  who  are  not  covered 
under  the  Medicaid  waiver  provision,  the  hospital  assumes  the  cost 
and  we  continue  to  provide  that. 

In  addition  to  that,  through  the  University  of  Miami,  a  special 
drug  protocol  exists  in  AZT  and  other  experimental  drugs  are  pro- 
vided to  patients  as  they  are  identified  for  that  drug. 

Mr.  Towns.  Mr.  Parrish. 

Mr.  Parrish.  In  the  Grady  situation,  AZT  and  phentaminine  are 
both  approved  drugs  for  the  hospital,  which  means  that  regardless 
of  the  patient's  financial  status  or  who  is  pa3dng  for  it,  if  the  right 
level  of  physician  prescribes  the  drug  then  it  will  be  delivered. 

The  problem  with  that  is  that  it's  producing  a  strain  on  the  fi- 
nancial resources  of  the  hospital  in  terms  of  adding  that  to  the  ex- 
pense of  the  budget  when  you  don't  have  any  offsetting  revenue  to  s 
pay  for  it.  i 

Mr.  Towns.  Could  you  give  me  a  percentage  of  those  who  would  j 
fall  into  the  category  of  being  denied  access  to  the  drug  because  of  i 
the  impact  on  the  budget?  i 

Mr.  Parrish.  We  don't  deny  the  drugs  to  anyone.  If  there's  a  pa- 
tient who  is  being  treated  in  our  clinic  who  requires  the  opinion  of  i 
the  physician  who  is  directing  the  care,  either  pentaminine  or  AZT,  ; 
then  the  patient  gets  that  drug. 

I'm  just  saying  that  it  produces  budg:et  overages  that  have  to  be  ? 
made  up  by  the  local  tax  base,  which  is  getting  increasingly  diffi-  i 
cult.  i 

Mr.  Towns.  Let  me  put  it  this  way  then:  Forty  percent  of  all  the 
AIDS  patients  qualify  for  Medicaid.  I  know  you  said  30  but  nation- 
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s  ally  about  40  percent,  we  would  say,  qualify.  There  are  about 
<  60,000  living  AIDS  patients  in  the  Nation.  And,  there  are  about 
510,000  Americans  with  HIV  infections  whose  immune  system  is 

I  low  enough  to  need  AZT. 

What  percent  of  these  would  you  say  that  are  getting  it? 

Mr.  Parrish.  That's  a  matter  of  discretion  with  individual  physi- 
cians in  dealing  with  their  patients  in  different  parts  of  the  coun- 
try, and  there's  some  diversity  in  medical  opinions  about  who  gets 
J  AZT  and  who  doesn't. 

II  I  can  just  tell  you  that  in  my  own  situation  when  the  infectious 

,  disease  physicians  believe  that  it  would  be  effective  in  staving  off 
I  the  PCP  or  other  life-threatening  problems  then  the  patients  do  in 
f  fact  receive  it. 

j  The  problem  is  not  whether  the  patient  gets  it  or  not;  the  prob- 
\  lem  is  who  pays  for  it,  in  our  situation. 

I  Mr.  Towns.  Do  health  plans  provided  by  unions  cover  it,  or  does 
!  a  third  party? 

Mr.  Parrish.  You  mean  trade  union  insurance  policy? 

Mr.  Towns.  Yes,  right. 

Mr.  Parrish.  Most  of  those  patients  would  be  going  to  private 
hospitals  in  Atlanta  and  would  not  be  coming  to  a  public  hospital. 
As  far  as  I  know  we  don't  have  any  union  members  who  are  in  our 
I  AIDS  clinic. 

Mr.  Towns.  Ms.  Loyd. 
!     Ms.  Loyd.  My  population  is  also  the  indigent  population  or  bor- 
■  derline  indigent  population.  Patients  who  are  able  to  pay  for  their 
own  therapies  are  not  in  my  system  and,  therefore,  I  could  not  re- 
spond to  that. 
Mr.  Towns.  Thank  you  very  much. 

Mr.  Chairman,  I  have  no  further  questions.  I  jdeld  back  the  bal- 
ance of  my  time. 

Mr.  Waxman.  Thank  you  very  much,  Mr.  Towns. 

We  want  to  thank  the  three  of  you  for  your  response  to  the  ques- 
tions and  for  your  testimony.  We  would  like  you  to  respond  to  addi- 
tional questions  that  members  may  have  which  will  be  submitted 
to  you  in  writing  and  we'd  like  your  responses  in  writing  for  the 
record. 

Thank  you  very  much. 

Mr.  Parrish.  Thank  you. 

I  Mr.  Waxman.  Our  next  panelist  is  Kenneth  Thorpe,  a  health 
;  economist  at  Harvard  School  of  Public  Health.  Mr.  Thorpe  is  cur- 
*  rently  serving  as  a  consultant  to  the  Pepper  Commission  on  Com- 
^  prehensive  Health  Care,  helping  the  commissioners,  including 

I I  myself,  understand  the  costs  of  reforming  Medicaid  and  of  develop- 
J  ing  an  alternative  public  program. 

We've  asked  Mr.  Thorpe  to  take  on  a  particularly  difficult  task 
this  morning  to  discuss  the  economic  impact  of  the  HIV  epidemic 
on  the  Medicaid  program  over  the  next  few  years. 

The  basic  reason  this  is  so  difficult  is  the  uncertainty  about  the 
scope  of  the  HIV  epidemic  and  its  rate  of  growth.  I  want  you  to 
know  that  I  greatly  appreciate  your  willingness  on  short  notice  to 
help  the  subcommittee  get  a  better  sense  of  the  epidemic's  costs. 

We're  pleased  that  you're  here.  Your  prepared  statement  will  be 
made  part  of  the  record  in  full.  We'd  like  to  ask,  if  you  would,  to 
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limit  your  oral  presentation  to  no  more  than  5  minutes  so  we  can 
have  questions  and  answers. 

STATEMENT  OF  KENNETH  E.  THORPE,  DIRECTOR,  PROGRAM  ON 
HEALTH  CARE  FINANCING  AND  INSURANCE,  DEPARTMENT  OF 
HEALTH  POLICY  AND  MANAGEMENT,  HARVARD  UNIVERSITY 
SCHOOL  OF  PUBLIC  HEALTH 

Mr.  Thorpe.  Thank  you,  Mr.  Chairman,  members  of  the  commit- 
tee, my  name  is  Kenneth  Thorpe.  I  am  director  of  the  program  on 
health  care  financing  at  Harvard  University  School  of  Public 
Health. 

The  focus  of  my  testimony  today  is  to  document  the  expected 
growth  in  Medicaid  financing  of  medical  care  costs  resulting  from 
AIDS.  Like  the  underlying  estimates  of  new  AIDS  cases,  changing 
treatment  patterns  and  changes  in  survival  probabilities,  substan- 
tial uncertainty  underlie  these  estimates. 

My  discussion  today  will  focus  on  three  major  areas.  First,  the 
growth  in  the  number  of  AIDS  cases;  second,  the  medical  costs  of 
treating  AIDS  patients;  and,  finally,  the  implication  of  these  trends 
in  the  Medicaid  program. 

With  respect  to  those  points,  Td  like  to  make  six  major  points. 

First,  just  for  visual  effects,  if  not  for  ease  of  presentation,  Tve 
brought  some  charts  to  examine. 

[Charts  shown.] 

Mr.  Thorpe.  My  first  point  is  that  the  expected  number  of  new 
AIDS  cases  will  rise  at  least  through  1993.  Although  the  increase 
in  reported  AIDS  cases  slowed  in  1987,  data  recently  released  by 
the  Centers  for  Disease  Control  indicate  the  expected  number  of 
new  AIDS  cases  will  increase  46  percent  between  1990  and  1993. 

I  should  hasten  to  say  that  these  are  the  latest  estimates  that 
I've  been  able  to  get  a  hold  of.  They  represent  the  results  from  a 
Consensus  Panel  on  HIV  Modeling,  which  was  held  in  November, 
where  all  the  leading  mathematical  models  of  the  epidemic  were 
convened.  And  I  think  it  represents  the  latest  in  the  technology,  at 
least  that  I've  seen,  on  changes  in  the  number  of  AIDS  cases.  So 
the  first  point  is  the  number  of  cases  are  going  to  rise  substantial- 
ly. 

The  second  point  is  that  given  the  increases  in  survival  probabil- 
ities, the  number  of  persons  living  with  AIDS  during  the  year  is 
going  to  increase  70  percent  between  1990  and  1993.  The  distribu- 
tion of  existing  new  cases  of  AIDS  will  remain  disproportionately 
located  in  eight  States.  As  of  1990,  eight  States  accounted  for  ap- 
proximately 72  percent  of  all  new  AJDS  cases. 

We've  talked  a  lot  about  them  this  morning — New  York  and 
California  being  the  leading  States.  However,  Florida,  Texas,  New 
Jersey,  are  also  rapidly  catching  up  with  New  York  and  California. 

The  third  point  that  I  want  to  make  is  that  relative  to  other 
types  of  major  health  care  expenditures.  Medicaid  finances  a  sub- 
stantial portion  of  AIDS  care.  Nationally,  as  you  can  see  from  the 
chart.  Medicaid  extends  coverage  to  approximately  9  percent  of  all 
Americans.  In  addition,  the  most  recent  data  from  the  Current 
Population  Survey  indicate  that  32.7  million,  some  13  percent  of  all 
Americans,  are  currently  uninsured. 
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In  contrast,  however,  Medicaid  covers  an  estimated  40  to  45  per- 
cent of  all  AIDS  patients,  with  another  20  percent  of  AIDS  patients 
uninsured.  The  high  percentage  of  AIDS  patients  covered  by  Medic- 
aid results  from  a  combination  of  the  socioeconomic  status  of  the 
population  at  risk  and  changes  in  policy  making  it  easier  to  qualify 
for  coverage  on  the  basis  of  disability.  However,  Medicaid  coverage 
of  AIDS  patients  varies  widely  across  States.  The  percent  of  per- 
sons with  AIDS  eligible  for  Medicaid  ranges  from  a  low  of  10  per- 
cent in  Texas  to  nearly  70  percent  in  New  York  State. 

The  fourth  point  is  that  AIDS  patients  are  treated  in  few  hospi- 
tals which  incur  substantial  financial  losses. 

A  1987  survey  of  hospitals  indicates  fewer  than  5  percent  of  hos- 
pitals treat  approximately  half  of  all  AIDS  cases.  Nationally,  using 
some  other  estimates,  I've  estimated  that  the  Medicaid  program  in 
general  pays  hospitals  approximately  $3  to  $4  billion  below  costs. 

If  you  look  at  the  results  from  the  AIDS  survey,  which  was  pub- 
lished, hospitals  typically — nationally,  that  is — hospitals  typically 
incur  losses  of  approximately  $1,000  to  $5,000  per  AIDS  patients. 

The  fifth  point  is  costs  of  treating  persons  with  AIDS  are  high 
and  likely  to  continue  to  escalate. 

Recent  studies  indicate  that  the  yearly  Medicaid  costs  of  treating 
persons  with  AIDS  ranges  from  $25,000  to  $60,000  per  year.  This 
range  still  places  Medicaid  costs  of  treating  persons  with  AIDS 
among  the  highest  of  all  Medicaid  services — only  nursing  home  ex- 
penditures, averaging  approximately  $30,000  per  recipient,  is  close 
to  the  AIDS  figure. 

The  sixth  point,  if  we  can  get  to  that  next  chart — based  on  some 
projections  that  I've  just  made  using  the  latest  CDC  data,  persons 
with  AIDS  for  the  Medicaid  budget,  as  of  1990  will  incur  approxi- 
mately $1.6  billion  worth  of  Medicaid  expenditures. 

This  represents  approximately  4.2  percent  of  all  Medicaid  spend- 
ing on  the  nonelderly  and  2.7  percent  of  the  total  Medicaid  budget. 

If  you  look  at  the  projections  I've  made  through  1993,  you'll  see 
that  the  expenditures  for  AIDS  under  the  Medicaid  program  is 
going  to  triple,  rising  by  1993  to  approximately  $3.7  billion. 

Finally,  if  you  will  look  at  the  last  chart,  you'll  see  that  AIDS,  if 
you  pull  out  nursing  home  expenditures,  in  1989  is  going  to  ac- 
count for  approximately  3.7  percent  of  Medicaid  spending;  by  1993, 
something  over  7  percent  of  all  Medicaid  expenditures. 

Mr.  Waxman.  Thank  you  very  much,  Mr.  Thorpe.  I  want  to  pro- 
ceed to  questions  if  I  might. 

[Testimony  resumes  on  p.  102.] 

[The  prepared  statement  of  Mr.  Thorpe  follows:] 
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STATEMENT  OF  KENNETH  E.  THORPE,  DIRECTOR,  PROGRAM  ON  HEALTH  CARE 
FINANCING  AND  INSURANCE,  HARVARD  UNIVERSITY  SCHOOL  OF  PUBLIC  HEALTH 

Mr.  Chairman,  members  of  the  Committee,  my  name  is  Kenneth  E. 
Thorpe.  I  am  Director  of  the  Program  on  Health  Care  Financing  and 
Insurance  in  the  Department  of  Health  Policy  and  Management, 
Harvard  University  School  of  Public  Health.  I  am  also  affiliated 
with  the  Harvard  AIDS  Institute. 

The  focus  of  my  testimony  is  to  document  the  expected  growth  in 
Medicaid  financing  of  medical  care  costs  resulting  from  the 
acquired  immume  deficiency  syndrome  (AIDS) .  Like  the  underlying 
estimates  of  new  AIDS  cases,  changing  treatment  patterns,  and 
changes  in  survival  probabilities,  substantial  uncertainty  underlie 
these  estimates.  Hence,  the  results  of  my  survey  of  the  literature 
do  not  provide  exact  numbers,  but  rather  represent  point  estimates 
with  little  precision.  The  discussion  presented  below  focuses  on 
three  major  areas:  first,  the  epidemiology  of  AIDS,  second,  the 
iTiedical  costs  of  treating  AIDS  patients  and  finally  the 
implications  of  these  trends  on  the  Medicaid  program.  The  results 
show: 

1.  T5E  EXPECTED  NUMBER  OF  NEW  AIDS  CASES  WILL  RISE  THROUGH  1993. 
(see  Figures  1  and  2) 

Although  the  rate  of  increase  in  reported  AIDS  cases  slowed  during 
1987,  data  recently  released  by  the  Centers  for  Disease  Control 
(CDC)  indicate  the  expected  number  of  new  AIDS  cases  will  increase 
46  percent  between  1990  and  1993.  In  addition,  increases  in  the 
one-year  survival  rates  among  those  with  Pneumocystis  carinii 
Pneumonia  (PCP)  has  resulted  in  a  substantial  increase  in  the 
number  of  AIDS  patients  alive  during  the  year.  The  CDC  estimates, 
resulting  from  their  October,  1989  HIV/AIDS  mathematical  modelling 
workshop,  indicate  that  persons  alive  with  AIDS  during  the  year 
will  increase  nearly  70  percent  between  1990  and  1993.  Thus,  while 
the  rate  of  increase  appears  lower  than  previously  estimated,  the 
number  of  AIDS  cases  will  continue  to  increase  across  each  of  its 
transmission  categories  (i.e.  IVDU,  homosexual/bisexual  men, 
children  and  heterosexual  transmission) . 

2.  THE  DISTRIBUTION  OF  EXISTING  AND  NEW  CASES  OF  AIDS  WILL  REMAIN 
DISPROPORTIONATELY  LOCATED  IN  8  STATES. 

(see  Figure  3) 

As  of  1989,  8  states  accounted  for  71.6  percent  of  new  AIDS  cases. 
New  York  and  California  have  the  highest  number  of  new  cases  (19.1 
and  18.7  percent  respectively)  with  Florida,  Texas  and  New  Jersey 
each  having  at  least  6.9  percent  of  the  national  total. 
Regionally,  the  number  of  AIDS  cases  in  the  northeast  is  greatest 
(34  percent),  followed  by  the  south  (31  percent),  west  (24  percent) 
and  the  central  region  (10) . 
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3.  RELATIVE  TO  OTHER  MAJOR  SPENDING,  MEDICAID  FINANCES  A 
SUBSTANTIAL  PORTION  OF  AIDS  MEDICAL  EXPENDITURES. 

(see  Figure  4) 

Nationally,  the  Medicaid  program  extends  coverage  to  9  percent  of 
all  Americans.  In  addition,  the  most  recent  data  from  the  Current 
Population  Survey  (CPS)  indicate  that  32.7  million,  some  13 
percent,  of  all  Americans  are  currently  uninsured.  In  contrast. 
Medicaid  covers  an  estimated  40  to  45  percent  of  all  AIDS  patients, 
with  another  20  percent  of  AIDS  patients  uninsured.  The  high 
percentage  of  AIDS  patients  covered  by  Medicaid  results  from  a 
combination  of  the  socioeconomic  status  of  the  population  at  risk 
and  changes  in  policy  making  it  easier  to  qualify  for  coverage  on 
the  basis  of  disability.  However,  Medicaid  coverage  of  AIDS 
patients  vanes  widely  across  states.  The  percent  of  persons  with 
AIDS  eligible  for  Medicaid  ranges  from  a  low  of  10  percent  in  Texas 
to  nearly  70  percent  in  New  York  State.  Recent  expansions  of  the 
Medicaid  program,  combined  with  longer  survival  times  among  AIDS 
patients  (thus  increasing  the  number  of  individuals  receiving 
Medicaid  through  the  medically  needy  option)  is  likely  to  increase 
the  share  of  AIDS  patients  receiving  care  through  the  Medicaid 
program. 

Medicaid  is  the  payor  of  last  resort  for  individuals  with  AIDS. 
Persons  with  AIDS  (PWA)  may  become  eligible  for  Medicaid  through 
the  Federal  Supplemental  Security  Income  (SSI)  program.  Persons 
with  AIDS  meet  the  definition  of  disability.  Assuming  they  meet  the 
income  and  asset  thresholds  of  the  SSI  program,  PWAs  would  become 
eligible  for  Medicaid  in  most  states.  Those  with  incomes  or  assets 
which  exceed  the  AFDC  or  SSI  thresholds  may,  in  3  6  states, 
eventually  become  eligible  under  state  "medically  needy" 
provisions. 

4.  AIDS  PATIENTS  ARE  TREATED  IN  FEW  HOSPITALS  WHICH  INCUR 
SUBSTANTIAL  FINANCIAL  LOSSES 

(see  Figures  5  and  6) 

A  1987  AIDS  survey  of  hospitals  completed  by  Andrulis  and  collegues 
indicated  that  fewer  than  5  percent  of  hospitals  treat 
approximately  50  percent  of  all  AIDS  patients.  Nationally,  I  have 
estimated  elsewhere  that  Medicaid  reimburses  hospitals  at 
approximately  80  percent  of  reported  costs.  This  translates  into 
Medicaid  payments  of  $3  to  $4  billion  below  reported  hospital 
costs.  For  many  of  the  large  public  and  academic  medical  centers 
in  urban  areas,  losses  associated  with  treating  AIDS  patients  (as 
a  proportion  of  costs)  are  even  higher.  The  1987  AIDS  survey 
indicated  that  hospitals  typically  incurred  costs  $1,000  to  $5,000 
more  than  revenues. 
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5.  COSTS  OF  TREATING  PERSONS  WITH  AIDS  ARE  HIGH  AND  LIKELY  WILL 
CONTINUE  TO  ESCALATE. 

(see  Figure  5) 

Recent  studies  indicate  that  yearly  Medicaid  costs  of  treating  PWAs 
ranges  from  $25,000  to  $60,000.  This  range  reflects  substantial 
differences  across  states  in  the  scope  of  services  provided  under 
the  Medicaid  program  as  well  as  reimbursement  rates.  This  range 
still  places  the  Medicaid  costs  of  treating  PWAs  among  the  highest 
of  all  Medicaid  services.  Only  Medicaid  nursing  home  expenditures, 
averaging  around  $30,000  per  recipient,  is  close  to  the  AIDS 
figure.  Projecting  the  future  costs  of  treating  AIDS  patients  is 
coiTipl icsted  for  a  nuinber  of  reasons.  First,  trsatiusnt  patterns  are 
rapidly  changing  and  perhaps  as  a  result  so  are  changes  in  the 
length  of  patients'  survival  time.  The  introduction  of  AZT,  for 
instance,  has  facilitated  the  treatment  of  many  patients  on  an 
ambulatory  basis.  A  growing  literature  has  indicated  that  AZT  and 
anti-PCP  prophylaxis  can  increase  life  expectancy.  Yet,  despite 
the  introduction  of  AZT,  AIDS  patients  still  average  approximately 
22  to  24  days  of  hospitalization  per  year.  A  recent  study  from 
the  Florida  Medicaid  department  indicates  that,  despite  the 
introduction  of  AZT,  yearly  treatment  costs  will  continue  to  rise 
at  rates  similar  to  the  general  Medicaid  budget.  In  addition,  a 
recent  study  examining  240  AIDS  cases  in  Massachusetts  indicates 
that,  due  to  increased  survival,  the  overall  lifetime  costs  of 
treated  have  risen. 

A  second  confounder  when  projecting  future  AIDS  costs  is  the 
changing  composition  of  the  AIDS  population.  To  date,  there  are 
multiple  AIDS  "epidemics",  including  the  IV  drug  user, 
heterosexual,  male  homosexual,  and  children.  The  percent 
distribution  of  AIDS  cases  by  these  characteristics  has,  and 
continues,  to  change.  Unfortunately  we  have  little  information 
concerning  the  medical  costs  of  treating  PWAs  who  fall  into 
different  risk  groups. 


6.  TREATMENT  OF  PATIENTS  WITH  AIDS  IS  LIKELY  TO  ASSUME  AN 
INCREASING  SHARE  OF  THE  MEDICAID  BUDGET. 

(see  Figures  6,7  and  8) 

My  survey  of  the  literature  indicates  that  treatment  of  PWAs  will 
account  for  $1.6  billion  in  Medicaid  spending  in  1990.  This 
represents  4.2  percent  of  all  Medicaid  spending  on  the  non-elderly 
and  2.7  percent  of  the  total  Medicaid  budget.  In  light  of  the 
projected  46  percent  rise  in  the  number  of  new  AIDS  cases  between 
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1990  and  1993,  and  rising  survival  times,  the  number  of  PWAs  alive 
during  the  year  will  rise  69  percent  between  1990  and  1993.  In 
addition,  continued  expansions  of  Medicaid  eligibility  to  higher 
income  brackets,  and  increased  survival  time  (thus  increasing  the 
number  eligible  under  the  medically  needy  program)  is  also  likely 
to  increase  Medicaid  expenditures.  Thus,  even  assuming  that  AIDS 
and  other  Medicaid  spending  rise  at  similar  rates,  AIDS  will  assume 
a  growing  portion  of  the  Medicaid  budget.  Medicaid  costs  of 
treating  PWAs  will  double  between  1990  and  1993, 

rising  to  $3.7  billion.  As  a  result,  costs  of  treating  AIDS 
patients  would  rise  from  2.7  to  4.5  percent  of  total  Medicaid 
spending. 


7,   FUTURE  STRATEGIES 

The  HIV  epidemic  highlights  the  need  for  two  clear  improvements  in 
policy  to  pay  for  health  care.  First,  Medicaid  reimbursement 
policy  should  encourage  the  provision  of  comprehensive  care  in  a 
cost-sensitive  manner  as  well  as  adequately  reimburse  those 
facilities  providing  a  disproportionate  share  of  care  to  AIDS 
patients.  Second,  AIDS  highlights  the  need  to  provide  for  those 
who  have  neither  health  insurance  nor  entitlement  to  health  care 
benefits . 

To  counter  the  problems  that  arise  from  fragmented  care  and  lack 
of  comprehensive  outpatient  services,  Medicaid  should  adequately 
reimburse  for  the  continuum  of  care  (ambulatory,  drug  treatment, 
hospital,  chronic  and  hospice)  that  AIDS  and  other  patients 
require.  This  would  also  include  an  investment  by  Medicaid  in 
early  intervention  drugs  (e.g.  aerosol  pentamidine)  and  primary 
care.  These  changes  not  only  make  good  clinical  sense,  but  over 
time,  are  likely  to  prove  cost-effective  as  the  reliance  on 
institutional  care  declines. 

Due,  in  part,  to  the  acuity  of  this  disease,  AIDS  heightens  the 
need  to  provide  for  those  who  are  uninsured  or  under insured.  The 
number  of  AIDS  patients  privately  insured  stands  to  fall  depending 
on  the  growth  in  insurers  using  the  HIV  antibody  test  to  determine 
insurability.  While  a  number  of  options  exist  to  extend  coverage 
to  those  with  AIDS  (as  well  as  the  32.7  million  uninsured  in 
general),  the  Medicaid  program  will  assume  an  increasing  role. 
Failitating  the  application  for  and  implementation  of  the  Medicaid 
AIDS  waiver  option  is  a  useful  start.  Expansions  of  Medicaid  to 
those  with  incomes  at  the  federal  poverty  level  may  also  be 
desirable,   although  a  costly,  method  of  extending  coverage. 

This  ends  my  formal  remarks.  I  would  be  happy  to  address  any 
issues  the  committee  finds  of  use.  Thank  you  again  for  the 
opportunity  to  address  this  critical  health  policy  issue. 
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Mr.  Waxman.  As  I  understand  your  testimony,  you're  sajdng 
that  under  the  current  policy  the  HIV  epidemic  means  substantial- 
ly new  Medicaid  costs,  by  your  estimate,  an  additional  $9  billion  in 
Federal  and  State  funds  over  the  next  3  fiscal  years.  Moreover, 
these  costs  will  not  be  evenly  distributed  throughout  the  country 
but  will  be  concentrated  in  AIDS  high  incidence  States  in  particu- 
lar. 

As  you  know,  I  believe  there  ought  to  be  a  Federal  program  for 
the  Medicaid  or  to  replace  Medicaid.  But  until  we  get  a  broader; 
reform,  what  can  the  Federal  Government  do  to  help  the  high  inci-! 
dence  States  respond  to  the  epidemic  and  perhaps  reduce  the  rates 
of  increase  in  AIDS-related  Medicaid  costs?  * 

Mr.  Thorpe.  There's  probably  a  couple  of  things  that  could  be 
done.  First  of  all,  any  type  of  enticement  that  one  could  give  the 
Medicaid  program  to  rely  less  on  the  acute  care  nature  of  hospitali- 
zation. That  not  only  affects  HIV-infected  and  AIDS  cases,  but  it 
also  affects  general  treatment  patterns  of  the  Medicaid  program —  | 
very  institutional  oriented,  acute  care  oriented— and  much  less! 
care  is  being  provided  in  the  outpatient  side.  So  that  would  be  one 
thing  to  encourage  outpatient  treatments.  : 

That  would  also  include,  I  think,  some  additional  investments  in 
new  drug  treatments.  And  Medicaid,  I  think,  would  make  a  wise 
investment  in  doing  that.  You  mentioned  the  dilemma  that  MedicJ 
aid  has  in  terms  of  the  definition  of  "disability." 

The  second  thing  is  that  there  is  a  program— Home  and  Commu- 
nity Based  Waivers — the  States  may  apply  for,  but  few  have  done 
so.  There's  a  number  of  problems  of  why  States  haven't  done 
that — it  has  to  do  with  the  administrative  burdens;  it  has  to  do 
with  problems  that  some  States  might  find  in  documenting  the  ef-| 
fects  of  the  waiver. 

A  third  thing  that  I  think  that  your  bill,  the  proposal,  encom-l 
passes  is  that  there's  a  tremendous  problem  in  the  private  health 
insurance  system.  And  one  of  the  things  that  could  really  be  help^^ 
ful  to  State  Medicaid  programs  is  to  try  to  find  mechanisms  to 
gdlow  individuals  that  have  HIV  or  AIDS  to  retain  their  private 
health  insurance.  And  your  proposal  is  to  finance  a  part  of  COBRA 
expansions  would  be  very,  very  helpful  to  a  number  of  States. 

Mr.  Waxman.  One  of  the  concerns  expressed  about  the  Medicaid 
AIDS  legislation  we  introduced  is  that  it  would  set  a  bad  precedent 
by  limiting  benefits  to  individuals  with  a  particular  diagnosis.  As 
you  know.  Medicaid  law  currently  edlows  States  to  limit  the  provi- 
sions of  home  and  community-based  services  to  individuals  with 
AIDS.  And  eight  States,  including  California,  New  Jersey,  andi 
Florida  already  do  so. 

Current  Medicaid  law  also  allows  States  to  target  case  manage- 
ment. 

Given  the  cost  consequences  of  the  epidemic  for  Medicaid,  can 
you  see  any  reason  why  we  should  not  try  to  develop  Medicaid  poli-l 
cies  that  are  specific  to  HIV-infected  people?  And  how  else  could 
the  program  which  was  enacted  almost  15  years  before  the  epidem- 
ic started,  meet  the  challenges  it  poses? 

Mr.  Thorpe.  I  think  Dr.  Koop  made  a  good  point  this  morning  in 
terms  of  the  concern  about  setting  a  precedent  with  the  Medicaid 
program  about  having  it  being  a  disease-specific  set  of  benefits. 
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i  However,  I  think  that  in  terms  of  some  of  the  proposals  that  you 
jj  made,  they  made  good  clinical  sense  and  they  probably  make  good 
3    cost  sense. 

The  reason  that  I  would  think  of— I  would  support  doing  it — it's 
I  one  of  the  problems  that  I  would  have  is  that  Medicaid  as  a  payer 
}  has  a  number  of  shortcomings,  unlike  the  private  health  insurance 
market.  First,  as  we've  heard,  there's  low  payment  rates.  Second, 
J  there's  wide  variations  in  eligibility  across  the  States.  And  third, 
I  the  scope  of  benefits  that  State  Medicaid  programs  provide  are, 
.(  given  their  discretion  to  either  limit  or  add  to  optional  services  is 
I    all  over  the  map. 

So  I  think  there  is  so  much  variability  in  existing  State  Medicaid 
3 1  programs — some  being  very,  very  good;  some  being  very,  very  poor 
j  as  a  payer — would  be  one  reason  to  have  some  concern  about  some 
■ij  of  these  expansions.  So  one  of  the  things  to  perhaps  look  at  would 
I  be  to  take  a  broader  examination  of  the  Medicaid  program  in  terms 
\i  of  perhaps  looking  at  a  standardized  set  of  benefits,  level  of  pay- 
i    ment,  and  so  on. 

I  Mr.  Waxman.  My  last  question  anticipates  the  next  panel.  In 
I  your  testimony  at  figure  4  you  have  a  bar  chart  that  shows  that 
i  private  insurers  cover  65  percent  of  the  general  population,  but 
i  only  30  percent  of  the  AIDS  population.  Conversely,  Medicaid 
y    covers  about  9  percent  of  the  general  population,  but  40  percent  of 

the  AIDS  population, 
-i.       What's  going  on  here?  Is  the  private  insurance  industry  shifting 

the  risk  onto  Medicaid? 
I      Mr.  Thorpe.  I  think  there's  three  answers  to  that  question, 
y       First  of  all,  one  of  the  reasons  why  Medicaid  covers  so  many 
I    HIV-infected,  or  AIDS  patients,  has  to  do  with  the  risk  groups,  is 
I    the  first  reason. 

I  The  second  reason,  though,  has  to  do  with  the  structure  of  the 
yi    private  health  insurance  market.  There  are  a  number  of  problems 

0  in  the  private  health  insurance  market,  and  one  has  to  do  with  the 
L    increased  amount  of  experience  rating,  the  dissolution  of  communi- 

1  ty  rated  policies;  and  as  a  result,  a  byproduct  of  that  testing  for 
j    HIV  and  the  possible  denjdng  of  health  insurance,  and  life  insur- 
ance in  many  instances,  based  on  the  results  of  those  tests.  So 

2  that's  one  set  of  problems. 

ij  Another  set  of  problems  has  to  do  with  the  structure  of  COBRA, 
i    why  we  do  have  a  mechanism  to  provide  expansions  of  private 

3  health  insurance  for  some  individuals  once  they're  laid  off  or  un- 
B  employed.  For  many  individuals  who  have  AIDS,  even  though  that 
I    mechanism  exists,  it's  not  affordable. 

In  the  second  year  of  COBRA  expansion,  that  is,  I  guess  months 
J    19  on,  individuals  can  buy  into  private  health  insurance  policies  at 
150  percent  of  the  group  rate.  That's  a  very  high  price  even  though 
a    the  group  rate  is  generally  low;  and  for  individuals  with  AIDS,  it's 

generally  unaffordable. 
j       So  I  think  that  that  is  a  substantial  problem  of  affordability  for 
!     people  with  AIDS  in  general  in  the  private  health  insurance 
j  market. 

i'      Mr.  Waxman.  Thank  you  very  much. 
Mr.  Dannemeyer. 
Mr.  Dannemeyer.  Thank  you. 
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Now,  if  the  Federal  Government  would  provide  additional  finan- 
cial assistance  to  deal  with  AIDS  patients  under  Medicaid,  then 
States  have  to  pick  up  a  piece  of  that,  obviously,  don't  they? 

Are  you  aware,  sir,  that  I  think  within  the  last  year  49  governors 
of  the  States  of  this  Union,  including  the  governor  of  your  State, 
Massachusetts — Mr.  Dukakis — signed  a  letter  saying  to  the  Con- 
gress of  the  United  States:  for  goodness  sakes,  cut  it  out,  don't  lay 
any  more  health  care  costs  under  Medicaid  on  the  States  of  the 
Union. 

Are  you  familiar  with  that? 

Mr.  Thorpe.  As  you  mentioned,  almost  all  the  governors — Gover- 
nor Celeste  from  Ohio,  perhaps  leading  the  charge  as  well. 

Mr.  Dannemeyer.  How  do  we  reconcile  the  fact  that  the  gover- 
nor of  your  State,  governors  of  49  States  are  sajdng  to  the  Congress 
of  the  United  States,  don't  lay  any  more  burdens  on  us  with  Medic- 
aid: And  yet  this  legislation  would  lay  an  additional  burden. 

How  do  we  reconcile  that? 

Mr,  Thorpe.  Again,  I  think  that  the  discussion  should  be  expand- 
ed a  little  bit  beyond  AIDS,  because  it's  a  more  general  discretion 
about  how  to  finance  care  for  individuals  without  health  insurance 
and  how  to  finance  care  for  people  that  can't  pay  for  it. 

Mr.  Dannemeyer.  If  we  establish  a  separate  policy  under  Medic- 
aid for  AIDS,  aren't  we  going  to  be  witnessing  advocates  for  special 
diseases  later  this  year,  or  next  year,  talking  about  similar  provi- 
sions for  those  with  diabetes,  or  those  with  heart  trouble,  or  those  i 
with  cancer? 

Isn't  it  almost  predictable  that  disease-specific  advocates  will  be 
coming  for  us  to  do  that  as  well? 

Mr.  Thorpe.  I'm  sure  that  that's  true,  and  that's  happened  over 
the  years  anjrway.  I  guess,  again,  since  I  am  an  advocate  of  having 
some  sort  of  a  national  and  comprehensive  health  insurance  pro- 
gram, I  wouldn't  view  that  as  necessarily  being  a  bad  thing. 

Mr.  Dannemeyer.  I  see  the  one  governor  who  didn't  sign  that 
letter — Governor  Cuomo  of  New  York— his  State  is  now  coming 
close  to  joining — well,  there's  talk  now  in  the  bond  market  that  the 
bonds  of  New  York  State  will  also  be  lowered.  Massachusetts,  I 
think,  has  acquired  the  distinction  of  being  lower  than  the  State  of 
Louisiana  in  the  bond  market,  which  is  quite  a  feat.  In  terms  of  the 
States  of  the  Union,  New  York  may  be  in  the  same  boat. 

Where  do  we  stop  with  this  expenditure  of  public  funds? 

Mr.  Thorpe.  I  think  it's  probably  unfair  to  place  the  fiscal  prob- 
lems of  States  in  the  northeast  in  the  Medicaid  program.  The  fiscal 
problems  of  States  in  the  noitheast  in  terms  of  why  the  projected 
budget  deficits  are  so  high  have  much  more  to  do  with  revenues. 

Mr.  Dannemeyer.  I'm  not  talking  about  the  northeast  now.  Take 
Democrat  Governor  Neil  Goldschmidt  of  Oregon,  has  said:  Medic- 
aid has  turned  out  to  be  the  monster  that  eat  the  States. 

Now,  shouldn't  we  in  Congress  be  aware  of  that? 

Mr.  Thorpe.  I  think  in  the  chairman's  opening  remarks  in  intro- 
ducing me,  there's  a  broader  set  of  debates  that  are  going  on  and  I 
think  should  be  expginded  on  who  should  finance  Medicaid. 

Mr.  Dannemeyer.  See,  in  1975,  State  Medicaid  costs  accounted 
for  7  percent  of  total  State  spending.  By  1989,  it  gobbled  up  13  per- 
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cent;  and  the  estimate  is  it  will  hit  17  percent  in  1994.  Seventeen 
percent  of  total  State  spending. 

In  1991,  they  are  expected  to  hit  $37.2  billion,  which  is  more 
than  triple  what  they  were  in  1980.  How  high  is  up? 

Mr.  Waxman.  Would  the  gentleman  yield  just  for  a  point  on  the 
provision  that's  before  us? 

Mr.  Dannemeyer.  Yes. 

Mr.  Waxman.  The  Medicaid  provisions  that  we  have  in  this  bill 
are  all  optional  with  the  States,  so  the  States  are  not  mandated 
that  they  must  cover  HIV  positive,  for  people  with  early  interven- 
tion drugs,  or  community  care  provisions,  or  the  COBRA  exten- 
sion—that's all  optional.  If  the  State  wants  to  cover  it,  they  may;  if 
they  don't  want  to,  they  don't  have  to.  If  they  choose  to,  they'll  get 
matching  funds  under  the  Medicaid  program. 

There  is  one  part  that  is  mandated,  and  that's  the  increase  in  re- 
imbursement to  hospitals  that  have  a  large  number  of  AIDS  cases. 
And  there,  I  suppose,  the  governors  may  complain. 

But  I  did  want  to  point  out  that  insofar  as  the  governors  are  con- 
cerned in  terms  of  what  

Mr.  Dannemeyer.  I  appreciate  that.  I  realize  Mr.  Thorpe  is  not 
involved  with  this  problem  of  how  the  House  of  Representatives 
function.  But,  you  know,  in  a  democratic  process  one  would  think 
that  members  on  the  floor  of  the  House  would  vote  up  or  down  as 
to  whether  or  not  we  want  to  implement  this  law. 

I  have  to,  with  great  respect,  pay  homage  to  the  perspicacity  of 
my  distinguished  chairman,  Mr.  Waxman,  because  last  year,  for  in- 
stance, we  didn't  bother  to  bring  these  provisions  up  on  the  floor  of 
the  House  for  a  vote  when  it  was  considered  in  the  reconciliation 
package  under  a  closed  rule. 

What  I'm  saying  is  that  the  members  of  Congress  weren't  even 
given  the  option  of  voting  on  whether  or  not  we  wanted  to  do  this 
from  a  policy  alternative.  It  was  put  into  a  reconciliation  package 
which  was  in  business  for  the  purpose  of  ostensibly  finding  reduc- 
tions in  spending,  which,  in  this  instance,  added  a  great  deal  of  in- 
creased spending  and  in  Conference  Committee  was  struck  out. 

I  mention  this  only  for  your  observation,  sir,  that  it's  an  interest- 
ing process  to  watch  the  legislature  in  session. 

Mr.  Waxman.  Mr.  Scheuer. 

Mr.  Scheuer.  Thank  you,  Mr.  Chairman. 

The  questions  that  my  colleague,  Mr.  Dannemeyer,  raises  are 
profoundly  important  questions  of  biomedical  ethics.  I  don't  come 
out  the  same  way  as  he  comes  out  but  I  do  agree  with  him  that 
Congress  hasn't  faced  up  to  these  issues. 

It  seems  to  me  that  we  are  in  a  desperate  search  to  place  health 
care  expenditures  in  some  kind  of  a  reasonable  relationship  with 
other  very  important  societal  needs,  like  education,  like  infrastruc- 
ture. And  within  the  rubric,  within  the  confines  of  the  health  care 
system,  we're  desperate  for  some  kind  of  way  to  place  life  termina- 
tion care  with  life  commencement  care — prenatal  services,  postna- 
tal services,  family  planning  services. 

And  it  seems  bizarre  that  we  would  take  a  life  that  is  in  its  final 
stages  of  evolution — let's  say  a  child  with  AIDS — that's  going  to 
cost  us  approximately  $80,000 — some  reasonable  percentage  of  that. 
I'm  told  a  disproportionately  large  share  of  that  is  in  the  latter 
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final  stages  as  that  life  is  dwindling  to  the  vanishing  point— maybe 
it's  $10,000,  $20,000,  or  $30,000. 

While  at  the  same  time,  while  we're  lavishing  those  expenditures 
on  life-dwindling  measures,  we're  denjdng  essential  life-enhancing 
measures  for  a  3-year-old  or  a  4-year-old  or  a  5-year-old  child  who 
is  in  desperate  need,  let  us  say,  an  enriched  preschool  education 
program  like  Head  Start  to  enable  them  to  have  a  chance  of 
making  it  at  school,  and  living  independent,  productive  lives  full 
pride  and  satisfaction,  instead  of  being  almost  mathematically  con- 
signed to  education  failure.  When  they  come  from  disadvantaged 
homes,  they  are  severely  at  education  risk. 

And  the  experience  that  we  are  lookiag  at  across  the  length  and 
breadth  of  this  land  indicates  that  if  we  don't  intervene  with  those 
kids,  at  their  very  earliest  formative  stages  of  their  lives,  certainly 
by  the  third,  fourth,  and  fifth  year — and  many  people  have  said 
even  before  that — we're  virtually  consigning  them  to  failure,  with 
all  of  the  societal  costs  that  ensue — delinquency,  crime,  welfare, 
public  housing,  and  the  like. 

Has  your  medical  school  or  school  of  public  health  done  any 
thoughtful  examination  of  this  agonizing  public  policy  issue  of  one, 
how  do  we  try,  by  means  you  perhaps  heard  from  the  last  panel,  to 
provide  low  cost,  high  quality  care;  to  lessen  the  impact  of  AIDS  on 
our  health  care  system,  on  our  tertiary  hospital  bed  supply,  on  our 
emergency  rooms — that  these  cases  are  distorting  beyond  belief— 
on  the  utnization  of  trained  professionals — doctors  and  nurses? 

Have  you  thought  about  how  we  can  provide  high  quality,  albeit 
lower  cost  care,  for  AIDS  patients  to  diminish  the  sucking  up  of  re- 
sources that  are  urgently  needed  elsewhere  in  the  health  care 
system  for  life-enhancing  treatment  as  opposed  to  life  diminish- 
ment  treatment,  as  well  as  the  demands  outside  of  the  health  care 
system? 

Mr.  Thorpe.  I've  certainly  thought  about  it  and  I've  thought  a 
lot  about  it,  and  I  think  if  I  had  the  answers  I  could  sell  a  lot  of 
books  and  perhaps  speed  up  my  tenure  decision. 

They  are  complicated  issues.  The  issues  that  we  talked  about 
today  with  respect  to  AIDS  exposes  a  whole  set  of  shortcomings 
with  our  health  care  delivery  system.  So  they  are  not  problems  spe- 
cific to  AIDS;  they're  problems  that  turn  into  a  wider  range  of 
treatment  patterns  in  the  economy. 

I  think  that  there  are  a  number  of  reforms  that,  again,  that  are 
specific  to  AIDS  that  would  have  to  develop  in  order  to  remove  our 
attention  and  focus  on  the  acute  care  delivery  system,  promote  a 
continuum  of  care,  promote  outpatient  delivery  service  that's  not  ' 
only  for  AIDS  patients  but  for  other  patients  as  well,  and  they 
have  to  do  with  the  structure  of  health  insurance  benefits;  they 
have  to  do  with  the  structure  of  the  Medicaid  program — which  is 
heavily  acute  care  oriented  and  less  community-based  oriented.  It 
has  to  do  with  styles  of  practice  of  physicians. 

Practically,  how  do  you  make  that  move  from  an  institutionally 
focused  style  of  practice  to  a  community-based,  an  outpatient  style 
of  practice,  is  a  difficult  thing  to  implement. 

New  York  State  is  currently  undertaking  a  substantial  effort — 
spearheaded  by  CJommissioner  Axelrod — to  do  that.  He's  trjdng  to  ^ 
reduce  the  importance,  if  you  will,  of  acute  care  facility  in  terms  of  ' 
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treating  patients  across  the  board  and  trying  to,  at  the  same  time, 
promote  outpatient  and  community-based  services.  He's  doing  it  by 
changes  in  the  way  that  we  reimburse  for  outpatient  care  vis-a-vis 
the  inpatient  care.  He's  doing  it  through  providing  incentives  for 
hospitals  and  teaching  centers  to  train  more  primary  care  physi- 
cians and  less  specialty  care  physicians,  and  so  on. 

So  there  are  some  policy  offers  which  exist  and  there  are  some 
States  that  are  trying  to  address  the  broad  range  of  issues  that 
you've  raised  and  that  New  York  is  the  best  example  that  I  have  of 
one. 

Mr.  ScHEUER.  I  appreciate  your  answer.  And  I've  got  to  say  that 
the  Congress  has  not  faced  up  to  those  issues.  I  think  we  have  the 
intelligence;  I'm  not  sure  we  have  the  courage,  because  these  are 
agonizingly  sensitive  and  delicate  issues.  But  sooner  or  later,  socie- 
ty has  to  face  up  with  them  and  in  the  meantime  we  are  all  very, 
very  frustrated. 

Mr.  Waxman.  Thank  you,  Mr.  Scheuer. 

Mr.  Nielson. 

Mr.  NiEiJSON.  Thank  you,  Mr.  Chairman. 

I  think  we  have  the  intelligence  and  we  have  the  courage;  we 
don't  have  the  money^ — that's  why  we're  passing  it  on  to  the  States. 
We  have,  in  addition  to  H.R.  4080,  as  Mr.  Dannemeyer  has  men- 
tioned, we  have  five  new  Medicaid  bills— H.R.  3931  to  H.R.  3935, 
respectively — each  of  which  has  a  new  Medicaid  mandate. 

I  heard  the  governors  say  just  this  week  to  the  President,  give  us 
part  of  that  peace  bonus,  if  there  is  one,  and  give  part  of  it  to 
health  care,  and  things  of  that  nature.  We  need  to  do  some  of  the 
things  that  Congress  mandates  but  doesn't  provide  the  wherewithal 
for. 

How  will  the  States  face  all  these  new  mandates?  There's  185 
percent  of  Federal  property  line  for  pregnant  women  and  infants, 
100  percent  property  line  for  children  born  after  September  30, 
1983;  Hospice  care;  disproportionate  payment  adjustment  for  AIDS 
hospitals,  and  conditions  for  participation  for  ICIMR  facilities  for 
the  retarded. 

How  can  we  possibly  pass  these  on  to  the  States  in  view  of  their 
financial  condition  and  in  view  of  the  plea  they  are  making  to  the 
President  right  now  in  the  Governors'  Conference? 

Mr.  Thorpe.  You  are  raising  a  series  of  questions  that's  very  dif- 
ficult to  answer  but  let  me  give  it  a  shot. 

Mr.  Nielson.  Okay.  Let  me  ask  first  the  basic  question.  Is  it  fair 
for  the  Federal  Government  to  make  all  the  rules  and  make  the 
States  pay  all  the  penalties? 

Mr.  Thorpe.  Again,  the  Medicaid  program,  being  a  joint  Federal/ 
State  program,  are  both  playing  a  substantial^  

Mr.  Nielson.  But  the  increases  are  in  the  State  level,  not  the 
Federal. 

Mr.  Thorpe.  I  guess  the  point  is  that  there  are  a  lot  of  people  in 
this  country  without  health  insurance.  There  are  a  lot  of  people  in 
this  country,  as  you  can  tell  by  our  projections,  that  are  going  to 
need  medical  care  as  they  contract  AIDS.  The  costs  are  going  to  be 
very  high.  The  costs  of  people  that  aren't  getting  care  are  very 
high  downstream  in  terms  of  not  providing  preventive  care  for 
them  right  now. 
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There's  no  question  about  that;  that  anything  that  we  do  to  try 
to  include  those  that  are  uninsured  and  include  those  that  need 
medical  treatment,  and  those  that  need  medical  treatment  quickly 
is  going  to  cost  money,  and  it's  going  to  cost  a  substantial  amount 
of  money.  I  don't  think  that  there's  any  debate  about  that. 

You're  raising  issues  about  what's  the  fairest  way  to  finance  it, 
and  it's  an  appropriate  question  to  raise  and  it's  a  tough  question 
to  grapple  with.  It's  something  that  the  Pepper  Commission  is  cur- 
rently grappling  with  and  it's  something  that  individuals  have 
grappled  with  over  the  years  about  how  to  include  those  into  a 
broader  base  system  that  need  medical  care  that  should  be  includ- 
ed. Unfortunately,  there's  not  that  many  suspects  to  pick  on.  It's 
States,  Federal  governments,  localities,  individuals,  employees,  and 
employers  are  the  usual  ones  that  we've  looked  to,  and  I  think  that 
each  of  those  can  make  credible  arguments  about  why  they 
shouldn't  have  to  assume  a  disproportionate  burden  of  financing 
care  for  either  the  uninsured  or  for  very  high  expensive  cases  in 
the  private  health  insurance  market. 

So  I  think  everybody  can  make  that  case.  The  Federal  Govern- 
ment has  budgetary  problems;  State  governments  have  budgetary 
problems;  localities  are  facing  problems;  employers  would  face  addi- 
tional burdens  of  financing  this  through  higher  costs  and  perhaps 
lower  profits;  employees  would  face  additional  burdens  of  this 
through  perhaps  lower  wages  over  time,  and  so  on.  Everybody,  no 
matter  where  you  impose  the  cost  of  this,  is  going  to  have  some 
sort  of  economic  repercussions;  and  I  think  that  the  issue  is  what's 
the  fairest  way  and  the  most  equitable  way  of  financing  this. 

Mr.  NiELSON.  So  I  guess  going  back  to  Mr.  Scheuer's  point,  that 
we  don't  have  the  courage — we  are  very  brave  about  passing  them 
on  to  the  States  is  what  we're  doing  right  now. 

Let  me  ask  a  question  that  was  asked  Dr.  Koop.  I  asked  Dr.  Koop 
and  then  later  Mr.  Dannemeyer  asked  Dr.  Conviser,  and  that  is,  is 
it  fair  to  treat  AIDS  victims  differently  than  you  do  heart,  diabetes, 
cancer  victims,  and  so  on?  In  other  words,  make  them  achieve  Med- 
icaid even  though  not  disabled  where  you  don't  allow  that  same 
provision  for  the  other  things.  Is  it  sufficiently  different  that  we 
should  treat  it  differently  and  change  the  public  policy  on  it? 

Mr.  Thorpe.  If  you  are  focusing  on  an  incremental  question — and 
I'm  somewhat  agnostic  on  that — in  terms  of  the  broad  issue  of  in- 
cluding all  of  those  individuals  who  need  treatment  in  some  sort  of 
health  insurance  system  

Mr.  NiELSON.  That's  not  my  question. 

My  question  is,  should  we  now  have  a  new  way  to  treat  by  saying 
you  meet  the  financial  requirements  for  Medicaid,  even  though  you 
don't  meet  the  disabled  requirements,  should  we  treat  AIDS  differ- 
ently and  preferentially  above  other  things?  For  example,  diabetes, 
if  treated  early — and  if  an  adult  get  diabetes  and  if  he  recognizes  it 
early  and  gets  involved  with  it,  he  doesn't  have  to  use  the  needle 
all  the  time — there  are  oral  methods  he  can  use.  But  if  you  wait 
until  he  becomes  disabled,  then  you  have  a  very  expensive  and  a 
very  painful  process  of  treating. 

The  same  thing  could  be  said  about  cancer  victims  and  heart  vic- 
tims too. 

I  just  wonder,  are  we  being  too  preferential  in  the  AIDS  case? 
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Mr.  Thorpe.  I  don't  think  it  would  be  preferential  in  a  sense  that 
most  of  the  people  that  contract  HIV  and  who  ultimately — it's  just 

a  number  of  years  before  they  actually  come  down  with  AIDS-  

1  Mr.  NiELSON.  So  it's  the  surety  that  they  become  disabled  later 
that  causes  the  difference? 

Mr.  Thorpe.  With  a  few  exceptions,  and  I'm  not — since  we 
haven't  had  the  waiting  period  long  enough  yet— with  few  excep- 
I  tions,  everybody  who  contracts  HIV  will  at  some  point  in  time 
j  likely  contract  

I  Mr.  NiELSON.  So  if  I  have  a  heart  attack,  the  fact  that  I  may  not 
have  another  one  for  10  years,  means  '1  don't  have  the  right  to  be 
taken  care  of  presently,  .  .  ."is  that  what  you're  sajdng? 

I     Mr.  Thorpe.  Until  you  get  poor. 

I     Mr.  NiELSON.  I'd  like  more  time  on  this  but  I  don't  have  it  right 

now.  Thank  you,  Mr.  Chairman. 
I     Mr.  Waxman.  Thank  you,  Mr.  Nielson. 
Dr.  Rowland. 

Mr.  Rowland.  Thank  you. 
I  have  just  one  question. 

How  would  you  anticipate  the  projections  that  you  made  here 
about  Medicaid  and  the  increasing  cost  of  Medicaid  to  change  if 
i  AZT  were  made  available  to  people  who  were  HIV  positive  who 

I  had  not  developed  the  disease? 

Mr.  Thorpe.  That's  a  difficult  question  because  it  creates  num- 
j  bers  that  will  go  in  different  directions. 

Let  me  first  say,  however,  that  on  my  first  chart  that  the 
'  number  of  people  alive  during  the  year— those  projections  that  the 
i;  mathematical  models  have  developed — that  try  to  incorporate  some 
l|  of  those  changes  and  treatment  patterns  into  their  estimates,  one 
of  them  being  the  earlier  use  of  AZT,  the  increasing  use  of  other 
j  tjrpes  of  treatments,  very  symptomatic  patients,  and  so  on. 
j     So  those  have  been  incorporated  to  the  extent  that  we  have  the 

I I  mathematical  and  epidemiologic  data  to  do  so  into  the  estimates  of 
■  the  number  of  people  alive  during  the  year. 

Mr.  Rowland.  Could  I  interrupt  you  at  that  point  and  say  that 
;  one  of  the  things  that  this  piece  of  legislation  intends  to  do  is  to 
make  AZT  available  to  those  people  who  are  seropositive  but 
haven't  developed  the  disease,  and  that's  not  incorporated  into 
your  figures  there,  is  it? 

Mr.  Thorpe.  It  is  in  a  sense  that  since  it's  the  onset  of  AIDS,  it's 
in  there  in  the  sense  that  the  number  of  people  downstream  that 
contract  the  disease  and  are  alive  during  the  year  are  included, 
j    Mr.  Rowland.  So  you  are  assuming  that  this  legislation  will  pass 
'  and  that  that  will  be  made  available  to  people  who  are  HIV  posi- 
tive? 

Mr.  Thorpe.  The  people  who  made  the  projections  had  to  make 
some  assumptions  about  the  diffusion  of  treatment  patterns  regard- 
I  less  of  what  Congress  does.  I  mean,  these  treatment  patterns  are  in 
place  today  in  public  hospitals  and  other  types  of  facilities  that 
don't  rely  solely  on  the  public  part  of  financing  directly  through 
the  insurance  market. 

So  there  were  some  assumptions  that  were  built  into  the  esti- 
mates. 

I 
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The  AZT  question  is  difficult  because  it  cuts  two  ways:  On  the  | 
one  hand,  the  more  broadly  based  use  of  drug  therapies  is  very  ef-  i 
fective  in  promoting  outpatient  use  of  services.  So  in  that  sense  it's  j 
less  expensive.  You  are  moving  patients  out  of  the  hospital  faster  ) 
than  would  have  been  the  case  without  AZT.  So  in  that  sense  it's 
less  expensive.  It's  more  expensive  in  the  case  that  we  know  that 
over  time  the  1-year  survival  rates  of  people  with  Pneumocystis 
pneumonia  has  increased  quite  dramatically. 

Those  individuals  in  1984  that  had  PCP  had  1-year  survival  rates 
of  about  43  percent.  And  as  of  today,  that's  something  that  has 
changed  to  almost  70  percent.  So  the  survival  rates  are  increasing 
over  time,  and  that's  one  of  the  beneficial  aspects  of  the  changes  in 
treatment  patterns,  is  people  with  AIDS  are  living  longer. 

Mr.  Rowland.  I  guess  that  works  with  most  everything  else,  too, 
if  people  live  longer  they  are  subject  to  have  more  diseases  and  it 
will  cost  more  in  the  long  run. 

Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  If  the  gentleman  will  yield,  there  was  an  interest- 
ing article  in  The  Post  this  morning  saying  that  the  antismoking 
efforts  may  end  up  costing  us  more  money  because  some  of  these 
people  are  going  to  live  a  little  longer — that  w£is  pretty  gruesome. 

Mr.  Rowland.  Yes,  I  saw  that. 

Mr.  Waxman.  Mr.  Towns. 

Mr.  Towns.  Thank  you  very  much,  Mr.  Chairman. 

As  we  talk  here,  the  word  "choice"  keeps  coming  up  in  terms  of 
whether  we  treat  this  illness  or  stop  treating  that  disease.  And  I 
must  admit  that  bothers  me  a  great  deal.  The  fact  that  we're  even  j 
talking  that  way,  simply  because  of  cost.  And  I'd  like  to  say,  in  the  || 
northeast  in  particular,  you  are  right,  that  our  financial  situations  • 
should  not  be  attributed  solely  to  Medicaid  and  Medicaid  costs — it's 
more  than  that,  and  that's  a  debate  for  another  time. 

But  if  we  expand  Medicaid  coverage  to  those  women  and  chil- 
dren with  incomes  at  the  poverty  level,  because  of  the  cost  factors 
involved,  do  you  foresee  us  pitting  the  two  groups  against  each 
other — women  and  children  versus  AIDS  patients — due  to  the  com- 
petition in  funding? 

Do  you  anticipate  that  happening? 

Mr.  Thorpe.  Again,  depending  on  what  your  proposals  of  expan-  i 
sion  is,  number  of  proposals  to  expand  to  poverty,  including  this  } 
one.  I  think  again  the  issue  is  going  to  be  how  to  provide  health  ; 
insurance  coverage  for  low  income  individuals  who  don't  get  the  \ 
needed  care  and  require  some  level  of  services,  either  in  the  hospi- 
tal or  in  physicians'  offices.  That's  a  debate  that  we've  been  having  | 
for  years,  looking  at  what  we  have  in  terms  of  the  structure  of  the 
Medicare  program  versus  of  what  we  have  in  terms  of  the  struc-  ? 
ture  of  the  Medicaid  program — that's  a  debate  that's  gone  on  for  at 
least  30  years,  about  the  equity  of  financing  for  the  low-income  ^ 
health  care  program  versus  the  equity  in  financing  for  the  Medi- 
care program,  and  that  is  an  ongoing  debate.  I'm  not  exactly  sure 
how  this  proposed  would  serve  to  escalate  that  debate  and  fragment 
it  anymore  than  it  ever  has  been. 

I  think  that  to  the  extent  that  we  are  having  this  debate  again  ^ 
continues  to  expose  the  fact  that  we  have  a  fragmented  health  care 
system  that  certain  elements  of  society  and  certain  very  ill  people 
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are  cut  out,  don't  get  needed  services,  don't  have  access  to  medical 
care — and  I  think  that  those  debates  simply  serve  to  expose  some 

,,   basic  problems  with  our  health  care  delivery  system. 

l|  Mr.  Towns.  However,  if  we  are  committed  to  improving  health 
care  as  a  policy  matter,  shouldn't  we  expand  treatment  to  both 
groups  if  we  are  really  serious  about  improving  health  care  in  this 
Nation? 

Mr.  Thorpe.  Again,  since  other  than  through  my  general  income 
tax  and  other  types  of  support,  I  don't  bear  the  financial  burden  of 
this  directly,  I  would  say,  yes. 
I  find  it  difficult  to  segment  the  debate  over  health  insurance 
i   and  health  coverage  for  individuals,  whether  they  be  low-income 
individuals  that  have  contracted  HIV,  or  so  on,  based  on  disease.  I 
think  that  the  debate  is  most  usually  addressed  and  attended  to  in 
!  a  broader  dialog;ue  about  the  uninsured,  adequate  health  care,  and 
]   the  sticky  question  about  who  should  finance  it,  and  what's  an  eq- 
uitable financing  mechanism. 
I      So  I  would  rather  not  focus  in  on  individual  subpopulations,  al- 
!'  though,  clearly,  those  are  the  ones  that— you  could  make  a  good  ar- 
gument that  the  ones  that  are  most  in  need  in  terms  of  low 
income,  most  eminent  need  of  the  health  care  delivery  system, 
should  be  the  ones  that  we  focus  on  first;  but  I  would  hope  that 
there  is  a  broader  discussion  of  the  health  care  delivery  system  and 
health  insurance  for  individuals  without  health  insurance  in  gen- 
]  j  eral. 

f     Mr.  Towns.  Thank  you  very  much. 

My  colleague  from  New  York  left.  He  was  talking  about  choices. 
I  think  that  we  should  not  forget  that  there's  ongoing  research, 
hoping  that  eventually  one  day  that  we  will  be  able  to  conquer  this 
disease.  I  just  pass  that  along  for  him — I'm  sorry  he  left.  But  I'm 
really  concerned  about  the  fact  that  people  want  to  cut  off  support 
for  some  and  sort  of  just  leave  others  out  there  without  any  kind  of 
service  of  any  sorts — that  really  disturbs  me  deeply. 

Thank  you  very  much. 

Mr.  Waxman.  Thank  you,  Mr.  Towns. 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Last  year,  I  think  you  wrote  an  article  for  the 
1  American  Medical  Association  Journal  advocating  a  substantial  in- 
I  crease  in  Medicaid  funding — the  total  cost  of  which  was  estimated 
I  at  about  $29  billion  a  year,  half  of  which  would  have  been  paid  by 
'I  the  States;  Ls  that  right? 

Mr.  Thorpe.  I  did  write  such  an  article. 

Did  I  advocate  this? 

No,  I  was  reporting  on  a  series  of  proposals  that  the  Health 

Policy  Agenda  had  come  out  with — the  analysis  I  did  

Mr.  Dannemeyer.  Would  you  say  that  a  reader  of  the  article 
jr.,  would  say  you're  in  favor  of  those  proposals? 

I|     Mr.  Thorpe.  I've  written  on  a  lot  of  things  and  done  a  lot  of  

Mr.  Dannemeyer.  I'm  talking  about  that  one,  one  specific  one. 
Would  a  reader  believe  you  favored  the  proposals? 
!     Mr.  Thorpe.  No,  I  think  if  somebody  read  that  article  very  care- 
fully,  I  think  what  they  would  come  away  with  is  that  Medicaid  ex- 
:  pansion  for  all  below  the  poverty  line  would  one,  be  very  expen- 
sive, and  two,  would  probably  not  be  an  equitable  sharing  of  the 
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burden  for  providing  health  insurance  for  low-income  people.  The 
point  of  the  article  was  to  show  the  fiscal  implications  of  the  Med- 
icaid expansion. 

Mr.  Dannemeyer.  You  are  opposed  to  that  expansion? 

Mr.  Thorpe.  No,  it  wouldn't  be  fair  to  say  I'm  opposed  to  the  ex- 
pansion. The  point  I  was  going  to  make  is  that  I  thought  the  fairest 
way  to  have  the  expansion  would  be  to  couple  it  with  a  broader 
based  financing  strategy  which  would  include  the  private  sector  as 
well. 

Mr.  Dannemeyer.  If  you're  not  opposed  to  it,  it  seems  to  me  you 
would  be  supporting  it. 
Thank  you. 

Mr.  Waxman.  Dr.  Thorpe,  thank  you  very  much  for  your  presen- 
tation to  us.  You  have  been  very  helpful  in  giving  us  a  picture  of 
what  the  costs  are  going  to  be  for  Medicaid.  Thank  you  for  being 
with  us. 

Mr.  Thorpe.  Thank  you. 

Mr.  Waxman.  In  1986,  Congress  enacted  the  so-called  COBRA 
Continuation  provision.  Under  this  requirement,  employers  with 
more  than  20  employees  must  allow  employees  who  have  lost  their 
jobs  to  continue  to  purchase  whatever  health  insurance  coverage 
the  employer  offers  to  its  employees  for  18  months.  The  former  em- 
ployee must  pay  102  percent  of  the  group  rate  for  the  insurance. 

Last  November,  as  part  of  the  1989  Budget  Reconciliation  Act,  | 
we  extended  the  coverage  period  to  29  months  for  individuals  who 
were  disabled  at  the  time  they  lost  their  jobs. 

During  the  19th  to  the  29th  month,  the  former  employee's  cost  is 
150  percent  of  the  group  rate.  This  extension,  which  was  authored 
by  Congresswoman  Nancy  Pelosi,  was  intended  to  help  people  to 
purchase  private  health  insurance  coverage  during  the  entire  wait- 
ing period  for  Medicare  coverage. 

In  the  legislation  I've  introduced  last  week,  there  is  a  provision 
allowing  States  to  use  Federal  Medicaid  matching  dollars  to  pur- 
chase COBRA  continuation  coverage  on  behalf  of  low-income  HIV- 
infected  individuals. 

Our  last  panel  this  morning  is  composed  of  officials  from  Michi-  j 
gan  and  Washington  State  for  managing  State-run  buyin  programs  ( 
for  persons  with  HIV  infection  or  AIDS.  j 

Scott  Merwin  is  a  project  manager  of  the  Michigan  Insurance  As- 
sistance Program  for  persons  with  AIDS.  He  is  accompanied  by  ] 
Denise  Johnson,  project  coordinator.  David  Baird  is  the  administra- 
tor of  the  Washington  State  HIV/ AIDS  Insurance  Continuation 
Program. 

I  want  to  thank  you  all  for  being  here  this  morning.  Your  pre- 
pared statements  will  be  made  part  of  the  record  in  full  but  what 
I'd  like  to  ask  each  of  you  to  do  is  to  limit  your  oral  presentation  to 
no  more  than  5  minutes. 

Why  don't  we  start  with  Mr.  Merwin. 
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STATEMENTS  OF  SCOTT  D.  MERWIN,  PROJECT  MANAGER,  INSUR- 
ANCE ASSISTANCE  PROGRAM  FOR  PERSONS  WITH  AIDS,  MICHI- 
GAN DEPARTMENT  OF  SOCIAL  SERVICES,  ACCOMPANIED  BY 
DENISE  JOHNSON,  PROJECT  COORDINATOR;  AND  DAVID  J. 
BAIRD,  PROGRAM  ADMINISTRATOR,  HIV/AIDS  INSURANCE 
CONTINUATION  PROGRAM,  WASHINGTON  STATE  DEPARTMENT 
OF  HEALTH 

j      Mr.  Merwin.  Thank  you,  Mr.  Waxman.  I  just  want  to  say  how 
!  deeply  we  appreciate  the  opportunity  to  come  before  this  subcom- 
mittee to  give  testimony  about  our  projects. 
I  think  it's  perhaps  safe  to  say  that  the  greatest  weakness  we 
I  have  in  our  American  health  care  financing  system  right  now  is 
the  30-odd  million  Americans  that  don't  have  any  health  insurance 
at  all. 

And  one  of  the  more  perverse  dynamics  that's  going  on  that  has 
to  do  with  the  uninsured  is  that  the  very  people  who  need  their 

j  health  insurance  the  most,  which  are  the  people  who  are  very  sick 
and  the  people  who  are  actually  dying,  are  those  who  are  at  the 
greatest  risk  of  losing  their  medical  insurance. 
Now,  COBRA  and  OBRA  are  Federal  laws  that  are  intended  to 

j  help  out  with  that,  and  they  do  a  great  deal.  But  the  difficulty  that 
you  have  is  that  these  laws  allow  you  to  reach  into  your  pocket  and 
continue  your  health  insurance  at  your  own  expense.  But  if  you're 

;  too  sick  to  keep  working,  it's  not  going  to  take  too  long  before  you 
don't  have  the  money  to  be  able  to  pay  your  own  health  insurance. 

I     So  what  our  program  is  about  is  to  target  the  people  who  have 

I  AIDS  and  who  at  risk  for  losing  their  health  insurance  because 

jl  they  are  too  sick  to  keep  working.  If  somebody's  in  that  situation 
and  they  meet  our  eligibility  guidelines,  we  will  step  in  and  pay 
their  insurance  premium  for  them. 

We  are  extremely  pleased  to  see  that  there's  legislation  being 
considered  on  the  Federal  level  to  make  Federal  funding  available 
for  programs  like  this  because  so  far  we've  been  doing  it  exclusive- 
ly with  State  dollars. 

I  do  want  to  strongly  urge  consideration  of  a  couple  of  revisions 
in  the  legislation  the  way  it's  been  drafted  so  far.  For  one  thing, 
the  legislation  in  its  current  form  restricts  Federal  match  only  to 
people  that  are  in  COBRA  or  over  extension  periods. 
Now,  COBRA  and  OBRA  onlv  apply  to  companies  with  more 

1  than  20  employees  and  they  don  t  apply  to  privately  purchased  in- 
surance at  all.  We  have  30  people  in  our  program;  8  of  them  are 
either  buying  insurance  privately  or  they  were  in  a  small  company, 

I  so  they  wouldn't  have  been  affected  by  this. 

Any  insurance  product  a  person  has  who  has  AIDS  it  makes 
sense  to  keep  that  in  place.  So  we  believe  that  the  law  should  not 

'  just  be  restricted  to  the  COBRA  maintenance  situations. 

The  other  changes,  I  believe  that  the  means  test  is  probably  too 

I  low  in  the  Federal  legislation  the  way  it's  set  up  right  now.  We  use 
200  percent  of  the  Federal  poverty  guideline  for  eligibility  criteria 
and  a  $10,000  cash  asset  test.  Only  about  half  of  our  eligibles  are 
actually  at  100  percent  of  poverty  or  below.  But  what  we  have  is 
each  person  who  is  in  the  program,  because  of  their  sickness  they 

i  are  right  on  the  verge  of  incurring  very  high  medical  costs.  And 
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once  they  incur  those  costs  they  will  certainly  become  Medicaid  eli- 
gible if  they  aren't  eligible  already.  So  you  want  to  get  the  people 
in  the  program  who  are  at  risk  for  having  high  Medicaid  costs. 

The  second  point  having  to  do  with  the  means  test  is  that  in 
areas  like  New  York  City,  for  example,  you  have  high  housing 
costs,  and  these  can  cause  people  to  be  impoverished  even  though 
their  income  is  relatively  high. 

It  has  been  our  experience  talking  to  people  in  our  program  that 
if  they  had  to  make  a  choice  between  a  decent  place  to  live  and 
pajdng  their  insurance  premium,  they  will  choose  a  decent  place  to 
live.  So  these  people  are  going  to  also  be  at  risk  for  losing  their  in- 
surance even  though  their  income  is  relatively  high,  or  maybe  rela- 
tively higher. 

Our  program  began  in  the  Detroit  area  October  1  and  so  far 
we've  had  30  people  qualify  for  the  program.  A  quick  cost-benefit 
analysis  I  did  for  the  months  of  November  and  December  showed 
about  a  19  to  1  cost-benefit  ratio  that  we  experienced  during  those 
2  months.  But  not  only  is  the  program  cost-effective,  and  veryij 
useful  for  that  reason,  it  also  helps  people,  and  I  would  like  Denise  I 
Johnson  just  to  give  some  remarks  about  the  effect  it's  had  on  the  i 
people  in  the  program.  ' 

Ms.  Johnson.  Again,  I'd  like  to  say  thank  you  for  allowing  us  to 
be  here. 

Some  of  the  reactions  to  the  program  from  the  client's  stand- 
point is  that — I'd  like  to  give  you  one  example.  I  have  a  gentleman 
whose  income  is  above  the  Federal  poverty  level  but  not  quite  200 
percent — he's  at  about  $700  a  month.  His  shelter  cost,  rent  only,  is 
$350.  His  heating  cost  ranges  about  $200  to  $250  a  month  in  the  j 
wintertime — that  includes  heat  and  utilities.  And  the  he  has  his  | 
food  cost  and  his  health  insurance  cost. 

This  gentleman  indicated  to  me  that  our  program  helped  him  in  I 
the  sense  that  he  had  to  make  a  choice  between  whether  he  would 
stay  in  the  place  that  he  lived  while  he  was  working,  while  he  was 
gainfully  employed,  or  whether  he  would  move  to  a  less  desirable 
section  of  town  in  order  to  keep  his  health  insurance.  So  the  choice 
for  him  was:  stay  in  a  decent  place  to  live  and  drop  my  health  in- 
surance, basically.  And  our  program  was  there  for  him  and  allowed 
him  to  not  only  stay  in  a  decent  place  to  live  but  also  have  his 
health  insurance  intact.  And  that  is  not  exclusive  to  one  individ- 
ual. 

I  also  find  that  the  physicians,  in  response  to  the  program,  are  \ 
quite  appreciative  because  the  reimbursement  level  for  private 
health  insurance,  of  course,  is  much  higher  than  Medicaid  would 
be. 

Mr.  Merwin.  Thank  you. 

Mr.  Waxman.  Thank  you  very  much. 

[Testimony  resumes  on  p.  139.] 

[The  prepared  statement  of  Mr.  Merwin  and  Ms.  Johnson  fol- 
lows:] 
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TESTIMONY 

Presented  by  Scott  D.  Merwin,   Project  Manager 
And  Denise  Johnson,   Project  Coordinator 
Insurance  Assistance  Program  for  Persons  with  AIDS 
Michigan  Department  of  Social  Services 

INTRODUCTION 

Chairman  Waxman  and  members  of  the  Subcommittee,   we  are  Scott 
Merwin,   and  Denise  Johnson  of  the  Michigan  Department  of  Social 
Services,   State  of  Michigan.     We  are  respectively  the  project 
manager  and  project  coordinator  of  the  Insurance  Assistance 
Program  for  persons  with  AIDS  which  is  operated  by  our 
Department.     We  are  pleased  to  have  the  opportunity  to  provide 
testimony  to  the  Subcommittee  regarding  this  project. 

BACKGROUND 

Perhaps  the  greatest  weakness  in  the  U.S.   health  care  system  is 
that  about  37  million  citizens  lack  any  medical  insurance.  -  One 
of  the  most  perverse  dynamics  in  our  system  is  that  the  very 
people  who  need  medical  insurance  the  most,   the  sick  and  dying, 
are  the  people  at  greatest  risk  for  losing  their  insurance. 

Federal  law   (COBRA  1986,   and  OBRA  1989)   allows  most  people  to 
continue  their  health  insurance  at  their  own  expense  for  18-29 
months  after  they  leave  a  job.     But  when  people  are  too  sick  to 
work,   they  may  soon  lack  the  resources  to  pay  their  insurance 
premiums.     Eventually,  many  of  these,  having  lost  their  own 
private  insurance,  qualify  for  Medicaid. 

In  Michigan,   about  ten  percent  of  the  general  population  is 
Medicaid  eligible,  yet  nearly  50  percent  of  the  persons  with  full 
blown  AIDS  become  Medicaid  eligible.     The  cost  of  paying  for  AIDS 
related  care  is  clearly  falling  disproportionately  on  government 
financed  programs. 
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The  Insurance  Assistance  Program  for  Persons  with  AIDS  is  a  pilot 
program  operated  by  the  Michigan  Department  of  Social  Services 
(MDSS) .     The  program  is  designed  to  assist  people  who,  because  of 
AIDS  related  disease,  are  unable  to  continue  working,   and  thus 
may  lose  their  health  insurance. 

The  program  will  assist  any  qualified  person  to  pay  for  any 
health  insurance  they  have.     The  program  does  not  purchase  or 
provide  insurance  for  people  who  do  not  have  insurance  to  start 
with. 

The  program  began  October  1,   1989  in  the  three  Detroit  area 
counties  of  Wayne,  Oakland,   and  Macomb,   and  will  run  for  two 
years . 

Attachment  A  presents  basic  statistics  concerning  the  program.  . 
FEDERAL  FUNDING  AS  DESCRIBED  IN  H.R.  4080 

We  are  pleased  to  see  federal  legislation  being  considered  that 
would  make  federal  match  availble  for  programs  such  as  ours. 

Insurance  assistance  programs  for  persons  with  high  cost  diseases 
are  clearly  cost  effective  from  the  perspective  of  Medicaid 
programs  and  the  State  and  Federal  governments  which  finance 
them.     However,  at  this  time  Michigan  and  Washington  are  the  only 
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two  states  with  programs.     A  key  reason  is  lack  of  federal 
matching  dollars.     States  must  pay  100  percent  of  the  premiums, 
but  only  receive  at  most  50  percent  of  the  Medicaid  savings. 
States  are  extremely  cautious  about  committing  state  dollars  when 
no  federal  match  is  available.     As  a  result,  many,   if  not  most, 
states  will  not  adopt  insurance  assistance  programs  in  the 
absence  of  federal  match. 

I  Additionally,  the  availability  of  federal  match  would  clearly 
[  mark  insurance  assistance  as  a  mainstream  approach  for  states  to 

jj  use.     Without  match  there  is  the  sense  that  insurance  assistance 

I 

'i  is  a  radical,   experimental  policy  for  a  state  to  adopt.  Thds 
creates  a  favorable  context  for  those  who  oppose  such  programs. 

|i  While  we  are  pleased  with  the  intent  of  the  legislation,  we 

l! 

jf  strongly  urge  several  changes  in  the  legislation  as  currently 
drafted.     The  eligibility  guidelines  proposed  would  exclude  most 
of  the  people  in  the  Michigan  program  unless  state  funds  were 

'I 

i'used.     We  propose  the  following  changes: 

1.     Federal  match  should  not  be  limited  to  persons  covered  by 
COBRA  and  1989  OBRA  amendments. 

These  laws  do  not  apply  to  companies  with  fewer  than  20 
employees,  or  to  privately  purchased  insurance.     It  is  cost 
effective  to  continue  virtually  any  insurance  product  a 
-■son  with  AIDS  has.     Over  25  percent  of  the  enrollees  in 
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our  program  have  privately  purchased  insurance  that  is  not 
affected  by  COBRA/OBRA.     Several  other  enrollees  worked  for 
small  companies  not  covered  by  COBRA/OBRA  that  nonetheless 
allowed  the  enrollee  to  continue  group  insurance.     It  is 
equally  important  that  these  individuals  qualify  for  the 
program  as  people  protected  by  COBRA/OBRA.     States  who  chose 
to  pay  premiums  for  these  individuals,   as  it  is  clearly  cost 
effective  to  do,  would  presumably  have  to  do  so  with  state 
dollars.     This  would  make  administration  of  the  program 
needlessly  complicated. 

2.     Financial  eligibility  guidelines  should  be  left  up  to  tiie 
states  to  establish. 

The  number  and  characteristics  of  persons  with  AIDS  varies 
dramatically  from  state  to  state.     In  cities  like  New  York 
the  high  cost  of  housing  can  place  people  in  the  position  of 
being  impoverished  even  though  their  income  is  not  at  a 
poverty  level.     It  is  our  experience  that  many  people  will 
choose  decent  housing  over  paying  insurance  premiums  if 
forced  to  make  a  choice.     Our  program  allows  income  of  up  to 
200  percent  of  federal  poverty  guidelines.     We  believe  this 
effectively  allows  people  who  need  assistance  to  qualify, 
while  excluding  persons  who  can  afford  their  own  premiums. 
Other  states  may  find  this  level  too  high,  or  too  low. 
Again,   any  state  that  chose  to  have  a  higher  income  limit 
would  have  to  use  state  funds  which  needlessly  complicates 
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the  program.  The  same  arguments  apply  to  assets  as  apply  to 
income.     These  levels  should  be  left  for  states  to  set. 

3.     Medical  eligibility  should  be  based  on  being  too  ill  to  work 
in  the  job  that  provides  insurance.     An  exception  should  be 
made  for  HIV  infected  people,   regardless  of  disability,  who 
believe  they  were  discharged  because  of  their  infection. 

Insurance  assistance  is  cost  effective  only  for  people  who 
have  high  medical  bills  and  are  at  risk  of  losing  insurance. 
The  proposed  legislation  allows  people  to  qualify  provided 
they  test  positive  for  HIV,  but  regardless  of  whether  they, 
are  ill,   or  experiencing  high  medical  costs.  Michigan 
restricts  eligibility  to  persons  who  a  physician  has 
certified  as  being  too  ill  to  work  in  their  current  job,  or 
likely  to  become  too  ill  within  three  months. 

LEGISLATIVE  BACKGROUND  ON  MICHIGAN  PROGRAM 

The  idea  for  the  program  came  from  State  Representative  David 
Hollister.     Mr.  Hollister  authored  Section  1626  of  the  DSS 
Appropriation  Act  for  FY  88/89   (Act  322  of  the  Public  Acts  of 
1988)  which  required  the  following: 

"The  department  of  social  services  shall  develop  a  proposal 
to  identify  potential  medicaid  recipients  who  test  HIV 
positive  and  pay  their  insurance  premiums  so  that  they  can 
maintain  their  health  insurance  policies.     The  proposal  shall 
be  approved  by  the  house  and  senate  appropriations  committees 
before  being  implemented." 
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A  proposal  was  developed  by  the  Department  of  Social  Services, 
and  received  legislative  approval  on  May  30,  1989. 

ELIGIBILITY  CRITERIA 

For  the  buy-in  concept  to  be  cost  effective  for  the  State,  the 
program  must  avoid  buying  in  for  too  many  individuals  who  either 
would  have  maintained  coverage  at  their  own  expense,  or 
individuals  who  would  have  had  to  spend-down  substantial  assets 
before  qualifying  for  Medicaid.     The  purpose  of  the  means  test  is 
to  prevent  the  State  from  paying  insurance  premiums  for  people 
who  are  financially  able  to  pay  for  their  own.     Those  with  jgood 
disability  insurance  may  never  qualify  for  Medicaid,   nor  need 
insurance  assistance. 

To  qualify  for  the  program,   a  person  must  have  income  less  than 
200  percent  of  federal  poverty  guidelines.     For  an  individual 
this  is  about  $1,000  per  month.     The  allowed  income  is  greater  if 
the  person  has  dependents.     Medical  expenses  and  insurance 
premiums  can  be  deducted  from  gross  income  in  determining  whether 
the  income  guideline  is  met.     The  person  must  also  have  less  than 
$10,000  in  cash  assets. 

The  person  must  also  be  at  risk  for  losing  health  insurance 
because  of  AIDS  related  disease.     This  may  be  documented  either 
by: 
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-A  physician's  statement  that  the  person  is,  or  probably  soon 
will  be,  too  ill  to  continue  working  in  the  person's  current 
job  because  of  AIDS  related  disease;  or, 

-An  indication  that  the  person  was  discharged  from  his/her  job 
because  the  employer  believed  the  person  was  at  risk  to 
develop  AIDS  related  disease;   and  submission  of  a  physician's 
statement  that  the  person  has  HIV  infection.      [Such  a 
discharge  is  an  illegal  employment  practice.     However,  the 
person  can  qualify  for  the  AIDS  Insurance  Assistance  program, 
and  MDSS  will  work  with  him/her  to  seek  an  appropriate 
remedy .  ]  ^  / 

The  Insurance  Assistance  program  is  aimed  at  assisting  any  person 
who  has  health  insurance  to  keep  it.     Many  people  with  health 
insurance  are  not  protected  by  COBRA,   for  example  people  working 
at  small  companies,   or  people  who  buy  insurance  privately.  These 
people  can  also  qualify  for  the  AIDS  Insurance  Assistance 
program.     Persons  who  buy  insurance  privately  are  generally 
entitled  to  continue  it  as  long  as  the  premiums  are  met.  Persons 
working  for  companies  not  legally  covered  by  COBRA  often  still 
have  the  ability  to  continue  some  form  of  health  insurance. 
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APPLICATION  PROCESS 

A  person  applies  for  the  program  by  completing  a  special 
application  and  returning  it  to  the  Insurance  Assistance  office. 
An  application  may  be  requested  from  this  office  by  calling  (313) 
256-1380.     Applications  are  also  available  at  local  Department  of 
Social  Services  offices.     See  Attachment  B  for  a  copy  of  the 
application  package. 

PAYMENT  PROCESS 

In  most  cases,  the  program  obtains  a  copy  of  the  insurance  bill, 
and  makes  payment  directly  to  the  company.     The  Insurance 
Assistance  Program  works  with  the  person,   their  former  employer, 
and  insurance  company  to  arrange  a  payment  method. 

SIZE  OF  TARGET  POPULATION 

Projected 

The  target  population  is  those  persons  with  AIDS,  with  insurance, 
who  would  have  become  Medicaid  eligible.     To  estimate  its  size  we 
take  the  expected  number  of  Medicaid  eligible  AIDS  cases,  and 
reduce  it  to  account  for  cases  that  probably  had  no  insurance. 
An  assumption  is  made  that  no  IV  drug  users  had  insurance. 
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In  advance  of  program  implementation  it  was  estimated  that  the 
maximum  size  of  the  target  population  as  being  equal  to  20 
percent  of  the  number  of  full  blown  AIDS  cases  expected  12  months 
later . 

The  target  population  was  estimated  by  taking  the  total  number  of 
AIDS  cases  and  removing  those  who  would  not  be  affected  by  an 
insurance  assistance  program.     These  are:   those  AIDS  cases  which 
do  not  become  Medicaid  eligible   (50%),   IV  drug  users  (28%), 
pediatric  without  insurance   (1%),   or  undetermined  transmission 
mode  without  insurance   (1%).     The  result  is  to  remove  80  percent 
of  total  cases.     Or  conversely,   the  estimated  target  popula.tion 
equals  about  20  percent  of  new  AIDS  cases. 

This  method  would  estimate  about  60  cases  would  be  eligible  by 
the  end  of  February.     Enrollment  in  1990  would  average  about  15 
per  month. 

Actual 

During  the  first  three  months  of  operation  actual  enrollment  was 
roughly  consistent  with  this  estimate.     In  January  and  February 
the  pace  of  enrollment  has  been  lower  than  this  method  would 
estimate. 

As  of  2/21/90,   thirty  persons  had  qualified  for  the  program.  Two 
of  these  have  returned  to  work  and  are  no  longer  eligible. 
Enrollment  thus  stands  at  28  people. 
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There  are  several  possible  explanations  of  why  the  enrollment 
rate  is  less  than  predicted.     These  include: 

-  The  Detroit  area  may  have  a  higher  concentration  of  IV  drug 
use  transmission.  These  cases  are  much  less  likely  to  have 
insurance  in  the  first  place. 

-  Men  in  the  Detroit  area  who  contracted  HIV  via  sexual 

-  ■  "        transmission  may,  to  a  greater  extent  than  predicted,  have 
good  disability  insurance  programs  that  prevent  them  from 
meeting  the  means  test.  ^  •  - 

-  People  may  not  be  in  a  state  of  financial  eligibility  until 
several  months  after  they  stop  working.     While  these 
persons  are  not  eligible  now,   they  may  become  eligible  in 
the  future . 

-  Persons  who  are  impoverished  may  find  it  simpler  to  allow 
insurance  to  lapse  and  become  Medicaid  eligible.  This 
could  be  particularly  true  for  persons  whose  insurance  has 
high  copays,   or  no  drug  coverage. 

-  Persons  may  be  unaware  of  the  program. 
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COST  ANALYSIS 

Due  to  time  constraints  we  have  ussd  a  very  conservative  and 
simple  method  of  assigning  costs  based  partly  on  self  reporting, 
and  partly  on  the  services  uniformly  needed  by  a  person  with 
AIDS.     While  this  method  does  not  reflect  the  true  experience  of 
the  program,   it  clearly  demonstrates  the  substantial  cost  to 
benefit  ratio  that  existed  during  November  and  December  1989. 

Each  person  in  the  program  is  required  to  submit  a  monthly  report 
form  identifying  medical  services  they  obtained,  and  describing 
their  financial  status.     During  the  months  of  November  and  . 
December  we  received  29  monthly  report  forms  from  19  people. 
This  represented  a  return  rate  of  29  out  of  34  forms,   i.e.  85 
percent.     The  cost  analysis  was  performed  based  on  these.  See 
Attachment  C  for  a  copy  of  the  monthly  report  form. 

DEMONSTRATION  OF  COST  EXPERIENCE,   NOVEMBER -DECEMBER  1989 

Retrovir/      Dr.  Lab         Inpatient    Total  Premiums 

Pentam.       Visits  Hospital  Expenses 

Total  Cost         $8,773.72      $865.80  $2,900.00    $79,487.00    $92,025.52  $4,906.13 

Cost  Per  Person    $302.54       $29.86      $100.00      $2,740.93      $3,173.33  $169.18 
Per  Month 

TOTAL  SAVINGS  TO  MEDICAID  PER  PERSON  MONTH  -  $3,004.15 
MEDICAID  COST  BENEFIT  RATIO  -  19:1 

(See  Attachment  D  for  details  of  methodology) 
11 
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Cost  savings  to  Medicaid  are  a  function  of  the  number  of  months 
that  persons  participate  in  the  program,  and  the  average  savings 
per  month. 

If  we  assume  that  enrollment  will  continue  to  increase  at  the 
rate  of  about  six  persons  per  month  through  1990  there  would  be 
88  enrollees  by  the  end  of  the  year.     The  weighted  average  for 
monthly  enrollment  would  be  55  people. 

Projected  1990  savings  equals  55  people,  times  12  months,  times 
$3,004.15  average  monthly  savings.  Total  savings  equals  during 
1990  would  be  approximately  $2  million. 

REACTIONS  TO  PROGRAM 

Insurance  and  Business  Community 

The  reaction  of  the  insurance  and  business  community  has  been  for 
the  most  part  one  of  "wait  and  see".     The  whole  point  of  the 
program  is  to  prevent  cost  shifting  AIDS  expenses  from  businesses 
and  insurance  companies  to  the  Medicaid  program.     To  the  degree 
it  succeeds  it  increases  business  and  insurance  costs.  These 
costs  must  be  born  by  consumers  and  rate  payers.     As  long  as  the 
program  is  relatively  small,    insurance  and  business  appear 
willing  to  accept  it.     However,   business  and  insurance  is  very 
concerned  about  the  idea  of  expanding  the  program  to  cover  all 
high  cost  diseases. 
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t^nroxxees 

Enrollees  have  stated  they  probably  would  have  dropped  their 
insurance  if  this  program  did  not  exist.     Most  enrollees  are  on 
low  fixed  incomes,   and  would  have  to  choose  between  insurance  and 
basic  needs  such  as  food,  and  housing. 

One  enrollee  stated  that  to  afford  his  insurance  he  would  have 
had  to  move  out  of  his  house  into  a  substandard  apartment.  He 
had  worked  hard  all  his  life,  and  refused  to  live  in  substandard 
housing  just  to  be  able  to  afford  insurance.     He  would  certainly 
have  let  his  insurance  lapse  and  gone  on  Medicaid  rather  than 
move. 

Enrollees  express  the  strong  desire  to  avoid  being  part  of  the 
welfare  system.     By  allowing  people  to  keep  their  private 
insurance  the  program  helps  preserve  a  sense  of  dignity. 

Medical  Providers 

Medical  providers  have  expressed  support  because  private 
insurance  pays  substantially  higher  rates  than  Medicaid.  The 
higher  reimbursement  and  this  helps  to  maintain  access  to  high 
quality  care. 

CONCLUSION 

We  thank  Mr.  Waxman  and  the  Subcommittee  members  for  this 

opportunity.  We  would  be  pleased  to  offer  any  further 

consultation  that  members  may  find  helpful. 

For  further  information  about  the  program  please  contact: 
Scott  Merwin,   Project  Manager   (517)   335-5115,  or; 
Denise  Johnson,  Project  Coordinator   (313)  256-1380. 
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ATTACHMENT  A 

BASIC  STATISTICS  CONCERNING  INSURANCE  ASSISTANCE  PROGRAM, 
And  AIDS  CASES  IN  MICHIGAN 


INSURANCE  ASSISTANCE  PROGRAM  as  of  FEBRUARY  21,1990 
NUMBER  OF 

ENROLLEES  -  30 

Two  enrollees  have  returned  to  work,  current  enrollment  is  28 

TOTAL  PREMIUMS 
PAID  -  $17,737.74 

AGES  OF 
ENROLLEES 

20-29  -  5 

30-39  -  18 

40-49  -  5 

50-59  -  2 

All  enrollees  are  male. 


MICHIGAN  AIDS  STATISTICS 
TOTAL  CASES 

1981-Jan.  1990     -  1,466 

TOTAL  DEATHS 

1981-Jan.  1990        -  866 


TOTAL  REPORTED 
CASES  in  1990 


-  509 
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ATTACHMENT 


Dear  Applicant: 

Thank  you  for  your  interest  in  the  AIDS  Insurance  Assistance 
program.     The  purpose  of  this  program  is  to  assist  low  income 
people  with  AIDS  related  disease  to  pay  health  insurance 
premiums. 

This  is  a  pilot  program  that  will  run  for  two  years  beginning 
October  1,  1989.     We  will  be  evaluating  the  program  to  determine 
if  it  should  be  continued  after  the  two  years.     To  make  this 
determination  we  must  collect  information  each  month  from  persons 
who  are  enrolled. 

This  package  includes  three  forms,  two  of  these  must  be  completed 
and  submitted  when  applying  for  the  program.     The  third  form  will 
be  used  to  collect  information  each  month  for  the  program 
evaluation.     The  two  forms  that  must  be  completed  when  making 
appli-ca-tion  are: 

1.  Application  form,  including  release  of  information; 

2.  Physician  Assessment  of  Employability  form, 

The  third  form  is  called  the  Monthly  Report  form.     It  is  included 
in  the  package  so  that  you  are  aware  of  it.     It  does  not  need  to 
be  submitted  when  you  apply  for  the  program.     It  will  be  sent  to 
you  each  month  that  you  are  in  the  program. 

Completed  forms  should  be  sent  to: 

AIDS  Insurance  Assistance  Program 
1200  Sixth  Street 
Michigan  Plaza  Building,  N.  Tower 
11th  Floor,  Executive  Suite 
Detroit,  Michigan  48226 

Please  contact  the  AIDS  Insurance  Assistance  program  at  (313) 
256-1380,   if  you  have  questions  about  the  program  or  need 
assistance  in  completing  the  application  forms. 
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AIDS  INSURANCE  ASSISTANCE  PROGRAM 
APPLICATION 


Date  of 

Date        birth 

Name  —  — —  

Address  — — 


For  Office  Use 
Only 


City  

Zip    Telephone  #   — 

Social  Security  Number  

A.  Total  Cash  Assets  (Cash  Value  of  Savings  Accounts,  Checking  Accounts, 
IRA's,  CD's,  Money  Markets,  Stocks  and  Bonds)  NOTE:  You  may  be  asked 
to  provide  documentation  of  the  value  of  the  assets. 


B.  Current  Monthly  Income  (Attach  verification  of  income  e.g.  pay  stub) 

C.  Current  Total  Monthly  Medical  Expenses.  .  .  , 

D.  Employer's  Name: 

Address: 
Telephone: 

E.  Name' Of  Health  Insurance  Company 

F.  Name  of  Applicant's  Physician: 

Address : 
Telephone  Number: 


I  certify  that  to  the  best  of  my  knowledge,  all  answers  on  this  form  are 
true  and  complete. 

Applicant's  Signature:   


AJJTWfllTY:    PUBLIC  ACT  322  OF  1988. 

The  Department  of  Social  Services 

CCWLETION:    Is  voluntary,  but  is 

will  not  discriminate  against  any 

required  if  eligibility  for  the  AIDS 

individual  or  group  because  of 

Insurance  Assistance  Program  is 

race,  sex,  religion,  age,  national 

desired. 

origin,  color,  marital  status. 

handicap,  or  political  beliefs. 

ncc_ 1 cc^ 
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RELEASE  OF  INFORMATION 
Michigan  Department  of  Social  Services 

I  authorize  the  Michigan  Department  of  Social  Services  (MDSS)  to 
receive  and  disclose  medical  information  related  to  my  HIV 
infection  to  MDSS  staff  as  needed  to  determine  my  eligibility  for 
the  AIDS  Insurance  Assistance  Program. 

The  information  may  be  used  by  MDSS  to  make  arrangements  for 
payments  on  my  behalf  for  health  insurance.     These  arrangements 
may  include  contacting  my  insurance  company  and/or  my  place  of 
employment  that  provided  me  insurance. 

The  information  may  also  be  disclosed  to  MDSS  staff,  or  to  health 
care  providers  as  needed  to  facilitate  provision  of  medical! 
services,  medical  supplies,  or  pharmaceuticals. 


Applicant's  Signature 


Date 


Witness's  Signature  Date 


DSS-1661  (back) 
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AIDS  INSURANCE  ASSISTANCE  PROGRAM 
PHYSICIAN  ASSESSMENT  OF  EMPLOYABILITY 


1.  Batient  Name   

2.  Social  Security  #   

3.  Nature  Of  Employment 


4.  This  person  has  tested  positive  for 


Yes 

No 

5.  It  is  my  judgment  that  this  patient  is  currently  too 
ill  because  of  HIV  related  disease  to  continue  working 
in  his/her  current  job.     (If  yes,  skip  #6) 


Yes 

No 

6.  It  is  my  judgment  that  there  is  a  substantial  likeli- 
hood that  within  approximately  three  months  this  pa- 
tient will  be  too  ill  because  of  HIV  related  disease 
to  continue  working  in  his/her  current  job. 

yes 

No 

.^REMARKS:     Please  use^additional  sheets  for  additional  comments 
on  any  of  the  above  items. 

License 

7.  Physician's  Name:    Number 

Address:  


Telephone  Number: 


8.  Physician's  Signature: 


To  Examining  Physician:     You  are  hereby  authorized  to  release 
the  information  requested  above  to  the  Department  Of  Social 
Services . 


9.  Patient's  Signature: 


AUTHORITY:    PUBLIC  Aa  322  of  1988. 

The  Department  of  Social  Services 

COWLETION:    Is  voluntary,  but  is 

will  not  discriminate  against  any 

required  if  eligibility  for  the  AIDS 

individual  or  group  because  of 

Insurance  Assistance  Program  is 

race,  sex,  religion,  age,  national 

desired. 

origin,  color,  marital  status. 

handicap,  or  political  beliefs. 

DSS-1659 
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INSTRUCTIONS  FOR  COMPLETION  OF  FORM 

It  will  speed  review  of  your  application  if  you  bring  this  form 
personally  to  your  physician's  office  and  have  him/her  complete 
it  while  you  are  there.     You  should  then  mail  the  completed  form, 
along  with  your  Eligibility  Form,  to  the  address  below. 

If  this  is  not  possible,  the  form  may  be  left  with  your  physician 
for  completion  later.     As  soon  as  the  form  is  completed  either 
you  or  your  physician  should  submit  it  to  the  address  below: 

AIDS  Insurance  Assistance  Program 
Michigan  Plaza  Building,  N.  Tower 
11th  Floor,  Executive  Suite 
1200  Sixth  Street 
Detroit,  Michigan  48226 
Telephone:     (313)  256-1380 


DSS-1659  (back) 
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AIDS  IHSORAHCE  ASSISTAMCB  PROGRAM;     MOHTHLY  REPORT  FORM 
THIS  FORM  IS  BEING  USED  FOR  PROGRAM  EVALUATI6N  ONLY-NOT  FOR  ELIGIBILITY 

Name   SSN   -  -   Month   


PART  ONE:     Monthly  Income  Report 

Client 

Spouse 

Jnmarried  Children 
[Jnder  18  at  Home 

Income  From  Wages 

S 

S 

S 

Income  From  Rent   (Include  Room/Board) 

S 

S 

S 

Other  Income  (e.g.  Social  Security,  SSI,  Interest 
Income,  Disability,  Pension) 

$ 

s 

S 

PART  TWO:     Monthly  Report  of  Assets 

Client 

Spouse 

Unmarried  Children 
Under  18  at  Home 

Total  value  of  cash  assets  at  end  of  month 
(stocks,  bonds,  bank  accounts,  IRA's,  CD's,  etc.) 

S 

S 

$ 

Total  value  of  non-cash  assets.  .Exclude  your  home, 
household  goods ,  and  one  vehicle.  Include  land  con- 
tract, real-estate  other  than  your  home,  other 
vehicles,  etc. 

S 

S 

S 

PART  THREE:     Monthly  Medical  Expenses 


EACH  TIME  MEDICAL  EXPENSES  ARE  INCURRED  BY  YOU  OR  YOUH  DliPENDENTS  COMPLETE  ONE  LINE 
OF  THIS  FORM  GIVING  ALL  REQUESTED  INFORMATION.  KEEP  COPIES  OF  BILLS  OR  RECIEPTS  FOR 
ALL  MEDICAL  EXPENSES,  YOUR  WORKER  NEEDS  TO  SEE  THEM.  (CONTINUE  ON  BACK,  IF  NEEDED.) 
NEEDS  TO  SEE  THEM.      (CONTINUE  ON  BACK,    IF  NEEDED.) 


Date 

Name  of  Person 
Getting  Service 

Brief  Decsription 
of  Service 

Amount  of 
Charge 

AirrnORITY:  PUBLIC  ACT  322  OF  1988 

The  Department  of  Social  Services  will  not 

COPLETION:    Ij  voluntary,  but  is  required 

discriminate  against  any  individual  or  group 

if  eligibility  for  the  AIDS  Insurance 

because  of  race,  sat,  religion,  age,  national 

Assistance  Program  is  desired. 

origin,  color,  marital  status,  handicap,  or 

political  beliefs. 
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Date 

Name  of  Person 
Getting  Service 

Brief  Description 
Of  Service 

Amount  of 
Charge 

- 

.....     .      .-  .  -  . 

DSS-1660(Back) 
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ATTACHMENT  C 

AIDS   INSURANCE  ASSISTANCE  PROGRAM;     MONTHLY  REPORT  FORM 

THIS   FORM  IS  BEING  USED  FOR  PROGRAM.  EVALUATION  ONLY-NOT  FOR  ELIGIBILITY'''  " 


Name    SSN  -   -   Month 


Telephone  Number    Do  you  live  with  relatives?     Yes   No 


PART  ONE:     Monthly  Income  Report 

Client 

Spouse 

Unmarried  Children 
Under  18  at  Home 

Income  From  Wages 

$ 

S 

S 

Income  From  Rent  (Include  Room/Board) 

$ 

S 

3 

Other  Income   (e.g.  Social  Security,  SSI,  Interest 

Income,   Disability,  Pension) 

$ 

s 

S 

PART  TWO:     Monthly  Report  of  Assets 

Client 

Spouse 

Unmarried  Children 
Under  18  at  Home 

Total  value  of  cash  assets  at  end  of  month 
(stocks,  bonds,  bank  accounts,   IRA's,  CD's,  etc.) 

$ 

S 

$ 

Total  value  of  non-cash  assets.  Exclude  your  home, 
household  goods,  and  one  vehicle.   Include  land  con- 
tract,  real  estate  other  than  your  home,  other 
vehicles,  etc. 

$ 

$ 

$  . 

PART  THREE:     Monthly  Medical  Expenses 


EACH  TIME  MEDICAL  EXPENSES  ARE  INCURRED  BY  YOU  OR  YOUR  DEPENDENTS  COMPLETE  ONE  LINE 
OF  THIS  FORM  GIVING  ALL  REQUESTED  INFORMATION.  KEEP  COPIES  OF  BILLS  OR  RECIEPTS  FOR 
ALL  MEDICAL  EXPENSES,  YOUR  WORKER  NEEDS  TO  SEE  THEM.  (CONTINUE  ON  BACK,  IF  NEEDED.) 
NEEDS  TO  SEE  THEM.      (CONTINUE  ON  BACK,   IF  NEEDED.) 


Date 

Name  of  Person 
Getting  Service 

Brief  Decsription 
of  Service 

Amount  of 
Charge 

AUTMJfilTY:  PUBLIC  ACT  322  OF  1988 

The  Department  of  Social  Services  will  not 

COWLETION:    Is  voluntary,  but  is  required 

discriminate  against  any  individual  or  grouc 

if  eligibility  for  the  AIDS  Insurance 

because  of  race,  sex,  '^ligion,  age,  national 

Assistance  Program  is  desiretl. 

origin,  color,  marital  status,  handicap,  or 

political  beliefs. 

DSS-1660 
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Date 

Name  of  Person 
Getting  Service 

Brief  Description 
Of  Service 

Amount  of 
Charge 

1660 (Back) 


1 


I, 
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ATTACHMENT  D 
METHODOLOGY  FOR  DEMONSTRATING 
COST  SAVINGS 

Due  to  time  constraints  we  have  used  a  very  conservative  and 
simple  method  of  assigning  costs  based  partly  on  self  reporting, 
and  partly  on  the  services  uniformly  needed  by  a  person  with 
AIDS.     While  this  method  does  not  reflect  the  true  experience  of 
the  program,   it  does  demonstrate  the  substantial  cost  to  benefit 
ratio  that  exists. 

Each  person  in  the  program  is  required  to  submit  a  monthly  report 
form  identifying  medical  services  they  obtained,  and  describing 
their  financial  status.     During  the  months  of  November  and 
December  we  received  29  monthly  report  forms  from  19  people.  The 
cost  analysis  was  performed  based  on  these.     A  copy  of  a  sample 
form  is  attached. 

A  safe  assumption  is  that  if  a  service  is  reported,  we  can  be 
confident  it  occurred.     The  array  of  services  identified  is  too 
complex  to  be  readily  priced.     We  have  therefore  ignored  any 
services  received  other  than  those  identified  in  the  categories 
below.     Excluded  services  include  surgeries,  radiology,  and  home 
health.     Since  each  person  probably  was  taking  retrovir,  and 
requiring  lab  tests  we  have  assigned  a  uniform  monthly  amount  for 
these.     The  amounts  assigned  are  quite  conservative. 

The  major  component  of  cost  savings  is  inpatient  hospital  use. 
The  November  and  December  monthly  report  forms  identified  four 
people  that  had  six  inpatient  hospital  stays. 

We  have  assigned  costs  as  follows: 

Retrovir:     For  virtually  each  eligible  we  know  from  direct 
contact  they  are  taking  retrovir.     Average  Medicaid  monthly  per 
person  cost  for  retrovir  is  $225.52. 

Pentamidine:     13  of  19  eligibles  reported  they  receive 
pentamidine  treatments.     Average  Medicaid  monthly  per  person  cost 
for  pentamidine  is  $117.56. 

Lab:  Cost  of  lab  work  is  estimated  at  $100  per  month.  This  is 
the  cost  of  basic  lab  work  that  should  be  done  each  month  for  a 
person  with  AIDS. 

Physician  services:     Each  reported  physician  service  was  priced 
based  on  the  Medicaid  screen  of  $16.60. 

Inpatient  Hospital:     Hospital  services  are  priced  based  on  the 
typical  Medicaid  payment  per  discharge  for  treatment  of  AIDS 
related  disease  at  the  hospitals  that  were  identified. 
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Mr.  Waxman.  Mr.  Baird. 

STATEMENT  OF  DAVID  J.  BAIRD 

Mr.  Baird.  Mr.  Chairman  and  members  of  the  subcommittee,  I 
want  to  express  my  appreciation  for  inviting  us  to  testify  in  these 
important  issues. 

Besides  administering  the  Insurance  Continuation  Program  in 
our  State,  Tm  also  the  Administrator  of  the  Federal  Drug  Reim- 
bursement Program,  and  also  the  targeted  AIDS  Case  Management 
Program  under  Medicaid. 

I  don't  want  to  reiterate  too  many  of  the  points  that  Mr.  Merwin 
has  already  covered  and  other  members  of  the  other  panels,  but  I 
do  want  to  strongly  urge  again  modifying  to  allow  continuation 
coverage  for  any  eligible  person  with  health  insurance.  In  our 
State,  31  percent  of  the  persons  under  our  program  have  individual 
coverage,  often  from  self-employment  situations. 

We  sdso  have  a  high-risk  insurance  program,  and  we  are  current- 
ly carrjdng  6  percent  of  those  on  our  program  as  well. 

Insurance  continuation  programs  are  significant  enhancers  of 
the  whole  AIDS  health  care  delivery  system,  in  our  State,  certain- 
ly. And  some  of  the  ways  that  it  does  that  is  that  one  physician  I 
talked  to  last  week  prior  to  preparing  my  written  comments,  men- 
tioned that  because  of  insurance  being  maintained  for  over  100  cli- 
ents on  his  caseload  who  have  AIDS,  he  has  been  able  to  continue 
taking  Medicaid-eligible  clients.  He  probably  carries  about  8  per- 
cent of  the  147  people  on  our  program.  He  is  only  four  in  the  same 
circumstances. 

One  issue  that  is  important — we  have  a  very  expanded  program 
in  our  State,  and  what  we  have  tried  to  do  because  of  the  savings 
we  have  for  those  clients  who  become  Medicaid-eligible,  we're  pass- 
ing them  on  kind  of  as  insurance  for  what  is  coming  up.  And  in 
that,  what  we're  trying  to  do  is,  by  paying  the  premiums  for 
anyone  eligible  who  has  a  class  4  diagnosis  and  who  is  liable  for 
their  insurance  premium,  is  to  prevent  their  loss  due  to  dementia, 
by  being  overwhelmed  by  the  disease,  and  certainly  by  possible 
lack  of  adequate  income  in  the  future. 

Another  way  our  program  works  to  preserve  our  health  care 
system  is  it  preserves  the  Federal  drug  reimbursement  funds  that 
we  receive  each  year  now.  By  keeping  people  on  insurance,  we  are 
able  to  at  least  continue  the  costs  in  that  area  primarily  through 
the  insurance  companies. 

When  I  took  over  administration  of  the  program  in  May  of  last 
year,  I  was  encountering  a  number  of  people  who  had  just  lost 
their  insurance  and  were  applying  for  our  prescription  drug  pro- 
gram for  AZT  reimbursement. 

Comments  received  from  clients  themselves — one  I  received  last 
week  was  startling  and  it  kind  of  brought  things  back  into  perspec- 
tive, the  individual  related,  you  know,  the  impression  I've  gotten  is 
that  society  has  kind  of  turned  its  back  on  us.  And  the  message 
that  I  received  from  the  program — the  Insurance  Continuation  Pro- 
gram— was  a  positive  one  that  perhaps  society  really  has  not 
turned  its  back  on  us. 
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If  we  are  to  save  money  and  enhance  and  prolong  life  for  those 
who  are  HIV  positive,  we  must  use  good  common  sense  in  design- 
ing systems  that  go  beyond  our  current  Medicaid  program  and 
which  currently  requires  people  to  get  sick  before  we  start  helping 
them;  and  that  is  an  issue  that  has  been  addressed  extensively  this 
morning. 

I  also  believe  that  the  prevention  issue,  that's  kind  of  been  dis- 
cussed this  morning,  is  extremely  important.  By  giving  people 
something  after  going  through  the  testing  process  and  the  issues 
that  they  do  through  over  confidentiality,  having  a  program  in 
place  that  is  going  to  offer  them  some  monitoring  of  their  immune 
system  as  well  as  AZT  and  other  medications  further  on  down  the 
road,  is  one  that  I  see  starting  to  pay  off  in  our  State.  And  I  think 
it's  one  of  the  most  significant  prevention  issues  that  we  can  pro- 
mote for  stopping  the  spread  of  this  deadly  epidemic. 

Thank  you. 

[The  prepared  statement  of  Mr.  Baird  follows:] 
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Concerning  the  Washington  State  HIV/AIDS  Insurance  Continuation  Program 


BACKGROUND 

The  concept  of  the  Washington  HIV/AIDS  Insurance  Continuation  Program  (HICP)  was 
proposed  in  March  1988  by  Ron  W.  Kero,  Director  of  the  Division  of  Medical 
Assistance  (DMA)  of  the  Department  of  Social  and  Health  Services  (DSHS), 
Washington's  Medicaid  agency. 

"The  program  is  designed  to  enable  persons  with  AIDS  to  continue  to  work 
as  long  as  possible  and  to  take  maximum  advantage  of  private  health 
insurance  coverage.  This  would  minimize  dependence  on  Title  XIX  medical 
assistance." 

About  40  percent  of  all  AIDS  cases  in  Washington  State  become  eligible  for 
Medicaid.  The  average  annual  Washington  State  Medicaid  cost  per  case  averages 
$21,732.  The  1989-91  biennium  cost  is  an  estimated  $19.8  million  ($10.7  million 
federal  share).  (From  1/30/90  Office  of  Analysis  and  Medical  Review  Report, 
Attachment  #1.) 

The  1989  Legislature  enacted  legislation  that  reads  as  follows: 

"New  Section.  Sec.  3  A  new  sections  is  added  to  chapter  70.24  RCW  to  read 
as  follows: 

(1)  Class  IV  human  immunodeficiency  virus  insurance  program,  as  used 
in  this  section,  means  the  program  financed  by  state  funds  to 
assure  health  insurance  coverage  for  individuals  with  class  IV 
human  immunodeficiency  virus  infection,  as  defined  by  the  state 
board  of  health,  who  meet  eligibility  requirements  established 
by  the  department. 

(2)  The  department  may  pay  for  health  insurance  coverage  with  funds 
appropriated  for  this  purpose  on  behalf  of  persons  who  are 
infected  with  class  IV  human  immunodeficiency  virus,  meet  program 
eligibility  requirements,  and  are  eligible  for  "continuation 
coverage"  as  provided  by  the  federal  consolidated  omnibus  budget 
reconciliation  act  of  1985  or  group  health  insurance  policies: 
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PROVIDED,  That  this  authorization  to  pay  for  health  insurance 
shall  cease  on  June  30,  1991,  as  to  any  coverage  not  initiated 
prior  to  that  date." 


PROGRAM  ELIGIBILITY/NO  INCOME  TEST 

The  enabling  legislation  allowed  the  department  to  set  eligibility  requirements 
via  the  Washington  Administrative  Code  (WAC),  which  provides  for  implementation 
of  legislative  action  (see  attachment  #2). 

An  income  test  was  not  included  for  two  reasons: 

-  "Regardless  of  a  PLWA's  (persons  living  with  AIDS)  present  financial 
status,  it  is  likely  that  future  earnings  and  resources  will  decrease 
with  progression  of  the  disease,  leading  in  some  cases  to  state  medical 
assistance  eligibility. 

-  Indications  are  that  PLWA's  will  often  lose  insurance  coverage,  not 
just  from  inability  to  pay  the  premiums,  but  from  being  overwhelmed 
by  the  disease.  By  paying  the  premiums  directly  for  such  individuals, 
the  state  can  assure  that  continuity  of  coverage  is  maintained,  thus 
reducing  future  impact  on  medical  assistance  programs  and  providers." 
(December  1989  DMA  Memorandum). 


PROGRAM  IMPLEMENTATION    JUNE  -  JULY  1989 

An  initial  program  description  and  single  page  application  form  were  mailed  on 
June  26,  1989  to  individuals  and  organizations  most  likely  to  encounter  PLWA's 
with  insurance  (Physicians,  AIDS  case  managers,  community  AIDS  organizations  and 
hospital  social  workers),  announcing  that  the  processing  of  applications  would 
begin  on  July  1,  1989:  the  date  that  the  newly  enacted  legislation  went  into 
effect. 

The  first  premiums  under  the  new  program  were  paid  on  July  14,  1989.  During 
July,  forty-two  applications  were  received  and  processed. 


COST  EFFECTIVENESS 

In  determining  cost  effectiveness,  the  following  assumptions  are  applied: 

-  40  percent  of  PLWA's  will  become  eligible  for  Medicaid.  During  the 
period  July  1985  through  September  1989,  560  Medical-Assistance 
recipients  were  treated  for  AIDS  and  AIDS-related  diseases.  That 
number  is  38  percent  of  the  AIDS  cases  in  Washington  State,  meeting 
the  CDC  Surveillance  definition  as  of  September  30,  1989. 

-  Private  insurance  will  cover  80  percent  of  medical  expenses  of  those 
PLWA's  who  have  such  coverage.  Most  HMO's  cover  100  percent  of  medical 
expenses  and  16  percent  of  program  applicants  are  covered  under  a  HMO. 
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Based  on  the  above  assumptions,  cost-effectiveness  appears  evident. 

1.  Average  cost  of  insurance  premium  per  month  per  client  is  S138.05. 

2.  For  those  preraiian  coverage  clients  who  eventually  transition  to 
Medicaid,  there  will  be  some  additional  Medicaid  expenses  as  a  result 
of  insurance  coverage  limitation. 

3.  Average  monthly  cost  of  Medicaid  services  for  PLWA's  without  additional 
insurance  coverage  is  $1,811.00. 


PROGRAM  ADMINISTRATION 

The  program  is  jointly  administered  by  the  state  Medicaid  agency,  Division  of 
Medical  Assistance  (DMA),  and  the  state  Department  of  Health  (DOH),  HIV/AIDS  and 
Infectious  Disease  Administration, 

DMA  processes  the  premium  payments,  troubleshoots  payment  problems  (often 
preventing  the  health  insurance  policy  from  expiring  due  to  client  non  payment) 
and  maintains  program  payment  information. 

DOH  publicizes  the  program  via  a  specialized  mailing  list  and  brochures  and 
community  meetings,  formulates  program  rules,  answers  questions,  and  reviews  and 
approves  payments. 


WASHINGTON  STATE  AIDS  DELIVERY  SYSTEM 

HICP  enrollment  is  enhanced  by  the  existence  of  a  comprehensive  state-wide  system 
which  includes  the  state  HIV/AIDS  program,  state  and  locally  funded  health 
departments.  These  are  known  collectively  as  the  AIDSNETS.  The  system  is 
augmented  by  numerous  active  private  AIDS  community  organizations. 

Washington  State's  "AIDSNETS"  system,  created  by  the  Washington  Omnibus  AIDS 
legislation  of  1988,  provides  AIDS  information/assistance  and  case  management 
throughout  the  state.  Case  managers  are  familiar  with  insurance  options  and, 
when  feasible,  actively  work  with  the  client  to  access  the  HICP.  The  HIV/AIDS 
and  Infectious  Diseases  Administration  includes  information  about  the  program 
in  their  brochure  "Navigating  the  Future". 

Since  payments  are  made  by  HICP  directly  to  the  employer  or  insurance  company, 
insurance  is  not  lost  for  enrolled  clients  due  to  lack  of  payment.  Case  managers 
identified  loss  of  insurance  due  to  missed  payments  as  a  significant  problem 
prior  to  HICP.  Failure  to  pay  is  usually  due  to  cognitive  impairment  secondary 
to  HIV  infection. 
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OBSERVATIONS 

Physicians  are  motivated  to  inform  clients  of  the  program  since  insurance 
reimbursement  is  higher  than  Medicaid  reimbursement;  a  significant  issue  for 
physicians  with  large  HIV  related  case  loads. 

The  Washington  High-Risk  Insurance  Pool  (HRIP),  which  is  for  those  who  do  not 
and  can  not  obtain  insurance,  is  increasingly  being  accessed  by  HIV-positive, 
asymptomatic,  employed  individuals  who  are  generally  without  employer-provided 
insurance.  In  addition,  persons  receiving  Social  Security  income  in  excess  of 
$600  a  month  who  face  a  large  and  frequently  unmanageable  "spenddown"  are  seeking 
coverage  through  the  HRIP.  Many  of  these  persons  would  not  pursue  the  coverage 
if  Washington  State's  HIV/AIDS  Insurance  Continuation  Program  did  not  exist. 

These  disabled  clients  are  strongly  motivated  to  obtain  HRIP  to  preserve  income 
and  resources  for  basic  living  expenses.  With  insurance,  it  is  unlikely  these 
client's  will  need  to  access  state  Medicaid  services. 

Clients  often  see  their  private  health  irsurance  policy  as  their  last  symbol  of 
dignity  and  independence.  These  persons  »ay  sacrifice  basic  needs  in  order  to 
maintain  insurance,  thus  adversely  affecting  their  already  poor  health.  A 
significant  number  of  early  program  enrollees  mentioned  that  the  HICP's  start- 
up was  timely:  they  were  finding  it  increasingly  difficult  to  make  payments. 
A  common  belief  among  those  living  with  AIDS  is  that  "People  have  turned  their 
backs".  "Finding  that  such  a  program  existed  lifted  my  spirits,"  related  a 
recent  enrol  lee. 

The  percentage  of  PLWA's  going  on  to  Medicaid  has  begun  to  decrease. 

Washington  State's  AIDS  Prescription  Drug  Program  (APDP),  funded  via  the  Federal 
Drug  Reimbursement  Program,  is  already  preserving  funds  due  to  increased 
accessibility  of  health  insurance  for  low-income  persons,  which  enables 
additional  PWLA's  to  access  the  APDP. 

In  September  1989,  13  percent  of  those  PLWA's  still  alive  in  Washington  State 
were  enrolled  on  HICP.  By  December  31,  1989,  that  number  had  grown  to  20 
percent. 

An  average  of  26  new  clients  apply  each  nonth.  Of  the  193  applicants  since  July 
1989,  63  percent  are  under  COBRA,  31  percent  have  conversion  or  individual 
policies,  5  percent  are  under  the  state  High-Risk  Pool  and  1  percent  have 
Medicare  supplemental  insurance. 

The  oldest  applicant  is  84  years  old  and  the  youngest  is  20  years  old. 

The  average  premium  rate  is  $147  a  month.  HICP  currently  pays  betwee'n  $350  and 
$500  a  month  for  some  clients  who  have  lost  their  COBRA  coverage  and  subsequently 
converted  to  the  High-Risk  Pool. 
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The  "Pelosi  continuing  health  coverage  legislation,  H.R.  2310,  which  was  amended 
to  the  budget  reconciliation  Bill  in  late  1989",  will  significantly  reduce  the 
average  premium  over  the  next  18  months.  The  legislation  extended  COBRA  coverage 
for  an  additional  11  months  for  those  disabled  at  the  time  of  their  qualifying 
event.  The  11  additional  months  of  premium  can  not  exceed  150  percent  of  the 
basic  premium  cost. 


IN  SUMMARY 

The  reaction  to  Washington  State's  HIV/AIDS  Insurance  Continuation  Program  has 
been  most  positive  on  the  part  of  beneficiaries  and  employers.  Prior  to  the 
advent  of  HICP,  employers  out  of  compassion,  were  helping  former  employees  pay 
their  health  insurance  premiums. 

The  state's  largest  Health  Maintenance  Organization,  as  an  employer,  sees  the 
program  as  a  positive  benefit  to  former  qualified  employees. 

Insurance  companies,  in  general,  have  not  taken  a  public  position  on  the  program. 
However,  King  County  Blue  Shield,  took  a  negative  stance  to  the  program  during 
an  newspaper  interview  in  June  1989. 

We  strongly  believe  that  the  Washington  State  Model  of  insurance  continuation 
is  a  cost-effective,  positive  public  program.  We  strongly  urge  other  interested 
states  to  adopt  a  similar  model. 
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ATTACHMENT  NUMBER  TmO 

'"haoter  :48-  180  wac 
CLASS    IV  HIV   HEALTH   INSURANCE  ELIGIBILITY 


NEW  SECTION 

WAC  C48-180-010  CLASS  IV  HUMAN  IMMUNODEFICIENCY  VIRUS  (HIV) 
INSURANCES-PROGRAM.  Definitions  of  program  covered  by  the  department 
of  health. 

(1)  "Class  IV  HIV  insurance  program"  means  the  program  authorized 
by  chapter  70.24  RCW  and  financed  by  state  funds  to  assure  health 
insurance  coverage  for  an  individual  with  Class  IV  HIV  infection  as 
defined  by  the  state  board  of  health  meeting  eligibility  requirements 
established  by  the  department. 

(2)  "Class  IV  HIV  infection"  means  an  illness  characterized  by 
the  diseases  and  conditions  defined  and  described  by  the  state  board 
of  health   in  WAC   2  48-  100-01  1  (  1  )   and   2 48- 1 00- 076  (  1  )  ( c  )  { i )  . 


NEW  SECTION 

WAC  248-180-020  ELIGIBILITY.  (1)  The  department  shall  pay,  to 
the  extent  a  person  is  liable  for  group  health  insurance  premiuats, 
such  premiums  for  a  person  who  has  a  diagnosis  of  Class  IV  human  immu- 
nodeficiency virus  (HIV)   infection  and: 

(a)  Is  terminated  from  employment  for  reasons  other  than  gross 
misconduct ; 

(b)  Has  experienced  a  reduction  in  employment  hours  to  the  extent 
the  applicant  is  liable  for  part  or  all  of  the  health  insurance 
premium ; 

(c)  Is  entitled  to  benefits  under  Title  XVIII  of  the  Social  Secu- 
rity Act; 

(d)  Ceases  to  be  a  dependent  child  under  the  requirements  of  the 
health  insurance  plan;  or 

(e)  Is  divorced  or  legally  separated  from  the  covered  employee 
and  has  continuation  coverage  rights. 

(2)  An  applicant's  eligibility  under  the  program  shall  cease  w.hen 
the  individua 1 : 

(a)  Dies; 

(b)  Loses  insurance  eligibility  for  a  reason  other  than  the  rea- 
sons noted  under  subsection  (l)  of  this  section;  or 

(c)  Moves  out  of  state. 
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Mr.  Waxman.  Thank  you  very  much. 

Let  me  ask  this  question.  Mr.  Baird,  you  indicate  that  you  expect 
your  program  is  going  to  save  the  States  and  the  Federal  Govern- 
ment Medicaid  dollars.  Mr.  Merwin  is  projecting  $2  million  in  sav- 
ings in  fiscal  year  1990.  Mr.  Baird,  you  are  projecting  savings  of 
over  $1,600  per  client,  per  month. 

I  think  the  two  of  you  have  made  a  persuasive  case,  and  I  know 
you  are  going  to  go  see  the  Congressional  Budget  Office,  and  we 
want  that  case  to  be  made  to  them. 

But  if  there  are  such  large  savings  involved,  why  aren't  other 
States  doing  what  you're  doing?  And  why  should  we  provide  Feder- 
al matching  funds  to  encourage  States  to  do  what's  in  their  finan- 
cial interest  to  do?  Your  States  have  already  done  it  without 
matching  Federal  funds.  How  do  you  respond  to  that? 

Mr.  Baird.  In  a  sense,  I  think  the  answer  is  thereby  encouraging 
States  with  the  matching  dollars,  they  probably  will  take  a  closer 
look  at  this  whole  issue.  Other  States  are  looking  at  it.  I  have  re- 
ceived in  the  last  couple  of  months  six  phone  calls  from  States, 
from  Ohio  to  Arizona,  who  are  very  seriously  looking  at  starting 
similar  programs.  So  I  think  they  are  looking  at  it. 

I  think  perhaps  the  issue  of  the  Federal  matching  dollar  will  be 
real  important.  In  our  State  we  have  a  general  assistance  program 
that  is  funded  by  all  State  dollars — that  is  a  significant  safety  net. 

So  when  we  are  looking  our  program,  we  are  looking  at  saving 
State  dollars  not  just  in  the  Medicaid  area  but  in  other  areas  as 
well.  And  other  States  with  similar  programs  would  benefit  as  well 
from  that. 

Mr.  Waxman.  Mr.  Merwin,  one  of  the  concerns  that  has  been  ex- 
pressed about  the  Medicaid  AIDS  legislation  is  that  it  would  set  a 
bad  precedent  by  limiting  benefits  to  individuals  with  a  particular 
diagnosis. 

As  you  know.  Medicaid  currently  buys  both  the  low-income  elder- 
ly and  the  low-income  working  disabled  into  the  Medicare  program, 
paying  their  premiums  and  cost-sharing.  This  would  be  the  first 
bujan  limited  to  individuals  with  a  specific  diagnosis. 

Did  this  issue  come  up  in  the  course  of  authorizing  your  program 
at  the  State  level,  and  what  are  your  thoughts  about  that? 

Mr.  Merwin.  This  issue  did  come  up  when  it  was  being  consid- 
ered on  the  State  level,  and  it  has  come  up  in  direct  personal  expe- 
rience I  have  had  with  people.  I  had  a  woman  call  me  whose  hus- 
band— she  was  30  years  old,  her  husband  was  sick  with  cancer,  and 
she  expressed  some  bitterness  that  if  her  husband  had  AIDS  there 
might  have  been  a  program  that  could  help  him;  but  because  he 
had  cancer,  they  were  in  a  position  of  financial  ruin. 

The  reason,  notwithstanding  that  it  makes  sense  to  single  out 
the  AIDS  diagnosis  to  start  with,  is  that  in  our  State  about  10  per- 
cent of  the  general  population  is  Medicaid  eligible.  We've  got 
almost  50  percent  of  the  AIDS  cases  that  become  Medicaid  eligible. 
That's  not  a  statistic  that  would  hold  up  across  all  the  other  dis- 
eases. 

The  other  thing  about  that  is  that  personally  I  think  the  power 
of  the  idea  holds — it  is  not  that  it  should  be  restricted  to  AIDS,  it 
should  be  used  any  time  it's  cost-effective  to  buy  in  for  medical  in- 
surance, I  think  we  should  do  that. 
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With  AIDS  it's  very  easy  to  pick  this  diagnosis  out,  you  know  it's 
going  to  be  cost-effective.  When  you  get  into  other  diseases,  for  ex- 
ample, like  cancer  or  heart  attacks  or  stroke,  the  cost  of  treating 
that  disease  isn't  necessarily  catastrophic. 

I  think  that  this  question  should  be  looked  at  very  closely.  I 
know  at  the  State  level  we're  going  to  be  looking  at  it  very  closely 
and  I  would  not  be  surprised  to  see  the  idea  expanded  to  include 
some  of  the  other  disease  processes. 

I  know  that  the  State  of  Ohio  is  considering  putting  organ  trans- 
plants— that's  another  very  clear  catastrophic  cost  for  disease  proc- 
ess, but  it  does  make  sense  to  have  it  for  people  other  than  AIDS 
cases. 

j)  Mr.  Waxman.  Mr.  Baird,  do  you  have  any  comments  on  this 
issue? 

Mr.  Baird.  Again,  I  concur  with  those  comments. 

In  our  State,  within  our  Medicaid  program  we  are  paying  the 
health  insurance  premiums  of  sinyone  coming  onto  Medicaid  with 
health  insurance  intact  as  well  as  the  deductibles  and  the  other  re- 
f  lated  expenses. 

'  Mr.  Waxman.  Is  that  diagnostic-specific  or  just  anyone  that's 
,  coming  on? 

Mr.  Baird.  It's  anyone  coming  on,  and  that's  really  not  the  

Mr.  Waxman.  Is  it  a  medically  needy  program  or  is  it  just  any- 
body  

!  Mr.  Baird.  It  would  cover  anyone  eligible  for  Medicaid  who  has 
I  insurance. 

j    Mr.  Waxman.  I  see. 

I  Mr.  Baird.  But,  again,  we've  taken  this  a  step  further.  We've 
been  able  to,  with  this  small  group  of  people,  be  able  to  calculate 
the  savings  dramatically.  Whether  those  kinds  of  savings  would 
hold  up  again,  we  would  have  to  look  at  them  kind  of  for  the  indi- 
vidual diagnosis.  But  it  certainly  has  merit. 

Mr.  Waxman.  Thank  you. 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Thank  you,  Mr.  Chairman. 

Under  the  Michigan  program  now,  Mr.  Merwin,  the  physician,  if 
they  certify  that  the  patient  is  too  ill  to  work  because  of  AJDS-re- 
lated  diseases,  then  they  are  eligible  for  coverage  under  that  pro- 
gram provided  they  meet  your  standards. 

You  expect,  if  I  understand  correctly,  that  this  eligibility  will 
produce  about  20  percent  of  the  AIDS  cases  in  your  State  in  the 
I  next  20  months. 

J  But  now  if  H.R.  4080  becomes  the  law  and  the  eligibility  stand- 
ard is  changed  from  full  developed  AIDS  to  an  HIV  carrier  is  going 
to  substantially  increase  the  percentage  of  people  that  would  be  eli- 

j  gible  under  your  program,  wouldn't  it? 

ij  Mr.  Merwin.  Yes.  In  my  written  testimony,  the  third  suggestion 
W  1  made  about  the  Federal  laws,  it's  only  cost-effective  if  the  people 
are  incurring  lots  of  medical  expenses.  And  that's  why  there  was 
!  consideration  of  anybody  with  HIV  infection  qualifying,  we  deliber- 
ately made  the  decision,  well,  that,  no,  simply  having  HIV  infec- 
tion didn't  necessarily  mean  you  were  at  risk  for  losing  your  insur- 
ance. And  even  if  you  did,  you  weren't  necessarily  incurring  high 
medical  costs. 
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Mr.  Dannemeyer.  You've  got  also  the  eligibility  standards  in 
H.R.  4080  are  markedly  lower  than  what  pertains  in  your  State. 
For  instance,  current  law  in  Michigan,  income  below  200  percent  of 
Federal  poverty  standard,  and  H.R.  4080  says  income  below  100 
percent  of  Federal  poverty  line.  And  assets  under  Michigan  law  do 
not  exceed  10,000;  under  H.R.  4080,  assets  do  not  exceed  $4,000.  Of 
course,  the  big  change  is  under  Federal  law  HIV  carriers  estab- 
lishes eligibility  and  under  Michigan  law  it's  fully  developed  AIDS. 

Is  it  likely  that  the  State  of  Michigan  would  adopt  the  standards 
adopted  in  H.R.  4080? 

Mr.  Merwin.  One  of  the  things  I  would  hope  the  appreciation  for 
is  that  the  two  programs  that  you've  got — Michigan's  and  Washing- 
ton's— we  arent  very  consistent  with  the  Federal  guidelines  that 
are  being  proposed. 

So  if  we  were  to  keep  our  programs  in  the  form  they  are  in, 
which  I  think  we  would  want  to  do,  you've  got  a  situation  where 
we  would  be  using  State  dollars  for  some  people.  Federal  dollars  for 
other  people,  and  that's  a  real  administrative  complication. 

This  is  the  rare  program  where  you  want  to  get  more  people  into 
it  to  save  more  money.  I  think  by  having  those  guidelines  too  low, 
you're  going  to  be  keeping  out  people  that  it  would  be  cost-effective 
to  include. 

We  would  probably  keep  our  program  in  the  form  it's  at  and 
throw  in  State  dollars  for  the  people  that  didn't  meet  the  Federal 
eligibility  guidelines  I  think  is  what  we  would  do. 

Mr.  Dannemeyer.  Mr.  Baird,  you  folks  in  Washington,  are  the 
eligibility  standards  in  your  program  substantially  similar  to 
Michigan's? 

Mr.  Baird.  We  include  anyone  with  a  class  for  AIDS  or  non- 
AIDS  diagnosis.  We  have  no  income  or  assets  limitation. 

Mr.  Dannemeyer.  I  see.  But  this  H.R.  4080  would  change  all 
that — HIV  carriers? 

Mr.  Baird.  Yes,  it  would  indeed  do  that.  Again,  it's  not  cost-effec- 
tive in  many  cases.  However,  the  complication  of  having  two  differ- 
ent income  standards,  our  single  State  Medicaid  agency — this  is  a 
joint  administered  program,  by  the  way,  with  our  Department  of 
Health  and  our  Medicaid  agency.  They  really  want  to  keep  it  the 
way  it  is  with  this  very  liberal  stance.  It's  just  going  to  complicate 
things  for  us. 

Mr.  Dannemeyer.  Your  State  is  one  of  the  States  of  the  Union 
that  has  a  lower  number  of  AIDS  cases  than  other  States;  I  hope 
you  can  keep  it  that  way. 

I  come  back  to  the  point  I  mentioned  at  the  beginning  of  this 
hearing  today,  it's  an  amazing  process  to  watch,  that  here  our  dis- 
tinguished chairman,  Mr.  Waxman,  would  have  five  bills — H.R. 
3931  to  H.R.  3935 — that  mandates  additional  coverage  for  Medicaid 
to  every  State  in  the  Union  at  a  time  when  49  governors  of  States 
have  asked  the  Federal  Government  to  lay  off  for  at  least  2  years 
of  new  mandates.  And  yet,  my  colleague,  Mr.  Waxman,  I'm  stiU 
waiting  for  him  to  suggest  to  the  States  of  the  Union  that  as  a  con- 
dition of  getting  any  Federal  money  to  deal  with  AIDS  they  have 
to  have  in  place  routine  steps  to  control  an  epidemic,  namely,  re- 
portability  and  contact  tracing. 

As  I  say,  it's  an  interesting  place  to  work  in  around  here. 
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Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Let  me  ask  you  a  question.  You  decided  to  cover 
people  who  have  AIDS  but  not  HIV-infected. 

Was  that  decision  made  before  there  were  prophylactic  early 
intervention  drugs?  Did  that  take  that  into  consideration? 

Mr.  Merwin.  It  was  made  before  that.  The  cost  picture  might  be 
different  now.  But  still,  the  inpatient  hospital  dollars  are  what 
drive  the  cost  analysis,  though.  So  it  would  be  on  maybe  more  cost- 
effective  to  start  picking  up  people  who  are  getting  drug  treatment. 
That's  an  open  question. 
Mr.  Waxman.  Mr.  Baird. 

(,     Mr.  Baird.  Basically,  just  to  add  a  little  kind  of  perspective. 

i  People  who  are  at  risk  of  losing  their  insurance  are  oftentimes  are 
employed  or  becoming  disabled.  And  those  who  are  HIV-infected 
and  who  do  have  insurance  and  able  to  work  probably  would  be 
able  to  maintain  their  insurance.  Other  parts  of  the  legislation 
that's  being  proposed  concerning  opening  it  up  for  the  lower 
income  person,  that's  significant,  because  perhaps  those  are  under- 
employed individuals  or  perhaps  temporarily  employed,  and  that's 
a  real  significant  movement  in  that  direction — I  think  a  real  posi- 
tive one. 

Mr.  Waxman.  I  want  to  thank  you  very  much  for  being  here  at 
this  hearing  today.  I  think  it  has  been  very  helpful  to  us  and  we 
,  look  forward  to  working  with  you  on  the  legislation. 
I    Mr.  Merwin.  Thank  you. 

Mr.  Baird.  Thank  you. 
ij    Mr.  Waxman.  That  concludes  our  business  for  today  and  we 
stand  adjourned. 

i    [Whereupon,  at  1  p.m.,  the  subcommittee  was  adjourned,  to  re- 
convene at  the  call  of  the  Chair.] 
[The  following  material  was  submitted:] 
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The  AIDS  epidemic  will  continue  to  increase  pressures  on  the  health  care 
system  during  the  next  decade,  exacerbating  difficulties  in  health  care 
access,   financing,  and  delivery.     Because  Medicaid  is  a  major  source  of 
financing  care  for  those  with  AIDS,   improvements  in  the  program  are  essential 
if  it  is  to  respond  effectively  to  the  continuing  dilemmas  posed  by  the 
epidemic.     The  AHA  enthusiastically  endorses  the  efforts  of  Representative 
Henry  Waxman  and  his  colleagues  to  ensure  that  the  Medicaid  program 
constructively  addresses  the  problems  involved  in  providing  high-quality  care 
to  individuals  affected  by  AIDS.     H.R.  4080  will  take  us  far  in  improving 
Medicaid's  response  to  the  AIDS  epidemic,  ensuring  access  of  poor  individuals 
with  AIDS  to  effective  and  humane  forms  of  care. 


However,  the  urgent  financing  issues  underscored  and  exacerbated  by  the 
continuing  AIDS  crisis  are  neither  new  nor,  unfortunately,  confined  to  a 
single  disease.     The  health  care  system  already  faces  severe  problems  in 
providing  high-quality  care  to  the  medically  disenfranchised  population,  and 
these  problems  cannot  be  resolved  without  addressing  the  broader  issue  of 
inadequate  Medicaid  reimbursement  for  all  types  of  care. 


153 


-  2  - 

Introduction 

On  behalf  of  its  nearly  5,500  member  hospitals,  the  American  Hospital 
Association  (AHA)  welcomes  this  opportunity  to  provide  support  for  H.R.  4080, 
the  Medicaid  AIDS  and  HIV  Amendments  of  1990.     Hospitals  play  a  key  role  in 
the  continuum  of  care  for  persons  with  AIDS  (PWAs)  or  other  symptoms  of  HIV 
infection,  and  hospitals  have  expanded  services  to  meet  increasing  and 
changing  AIDS  service  needs.     The  number  of  hospitals  providing  hospital-based 
AIDS  services  increased  nearly  40  percent  from  1987  to  1988  alone.     In  1988, 
59.4  percent  of  hospitals  provided  general  inpatient  care  for  PWAs,  over  2.1 
percent  had  a  designated  AIDS  unit,  and  over  4.1  percent  offered  specialized 
outpatient  programs.     The  role  of  hospitals  in  meeting  the  service  needs  of 
PWAs  is  likely  to  continue  to  evolve  as  the  number  of  diagnosed  cases 
continues  to  rise  and  treatment  innovations  occur. 

Mr.  Waxman  and  his  colleagues  are  to  be  commended  for  their  efforts  relating 
to  H.R.  4080.     The  bill  is  an  important  first  step  in  improving  care  for  those 
with  AIDS.     The  bill  is  designed  to  ensure  that  the  Medicaid  program  responds 
more  effectively  to  the  AIDS  epidemic  by: 

■  allowing  states  to  extend  Medicaid  coverage  to  include  early 
intervention  services  for  low-income  HIV-positive  individuals  with 
low  immune  function; 

■  requiring  states  to  increase  payments  for  inpatient  services  given  to 
Medicaid-eligible  PWAs  by  certain  hospitals  serving  a  large  volume  of 
PWAs; 
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■  authorizing  use  of  federal  Medicaid  funds  to  pay  premiums  for  COBRA 
continuation  coverage  for  low-income  individuals  who  test  positive 
for  HIV;  and 

■  permitting  states  to  offer  Medicaid  coverage  for  home  and 
community-based  services  to  low-income  children  diagnosed  with  AIDS 
without  obtaining  a  waiver  or  demonstrating  budget  neutrality. 

Each  of  these  provisions  addresses  a  current  inadequacy  of  the  Medicaid 
program  in  relation  to  AIDS  services. 

Optional  Coverage  of  HIV-related  Services 

Recent  research  has  demonstrated  that  individuals  infected  with  HIV  but  not 
ill  enough  to  meet  the  Centers  for  Disease  Control  (CDC)  definition  for  an 
AIDS  diagnosis  can  benefit  from  early  diagnostic  testing  and  administration  of 
prophylactic  drugs  such  as  aerosolized  pentamidine  and  AZT.     The  Medicaid 
program's  eligibility  policy  makes  it  difficult  for  individuals  infected  with 
HIV  to  receive  these  new  treatments  on  a  timely  basis  because  most  individuals 
do  not  become  eligible  for  benefits  until  they  meet  CDC's  definition  for  an 
AIDS  diagnosis  and  thus  are  classified  as  disabled.     Allowing  states  to  expand 
Medicaid  coverage  to  include  prescribed  drugs,  physician  services,  services  in 
various  outpatienti settings,   laboratory  services,  and  case  management  for 
low-income  HIV-positive  individuals  with  low  immune  function  will  mean  that 
low-income  patients  can  obtain  these  cost-effective  services  when  they  are 
most  useful  and  most  likely  to  prolong  and  preserve  the  quality  of  their  lives. 
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Adjustments  in  Payments  to  Certain  Hospitals  Serving  Large  Numbers  of  PWA3 

Because  Medicaid  payment  levels  in  most  states  fall  far  below  cost,  hospitals 
with  large  Medicaid  populations  generally  experience  substantial  payment 
shortfalls.     When  added  to  the  increasing  burden  of  uncompensated  care  that 
most  of  these  hospitals  face  each  year,  these  shortfalls  jeopardize  the 
survival  of  those  hospitals  that  serve  a  disproportionate  share  of  the  poor. 
Hospitals  serving  a  large  number  of  PWAs  provide  a  striking  illustration  of 
this  problem.     Because  40  percent  of  PWAs  eventually  become  eligible  for 
Medicaid  and  because  AIDS  is  a  particularly  expensive  disease  to  treat. 
Medicaid  underfunding  seriously  undermines  the  financial  stability  of 
hospitals  providing  care  to  large  numbers  of  PWAs.  . ;,  . 

H.R.  4080  would  offer  some  emergency  financial  relief  to  some  of  these 
providers.     To  qualify  for  payment  adjustments,  hospitals  must: 

■  be  Medicaid  disproportionate-share  hospitals; 

■  have  inpatient  admissions  for  PWAs  that,  for  the  most  recent  year, 
exceed  the  lesser  of  250  admissions  or  20  percent  of  total 
admissions;  and 

■  make  reasonable  efforts  to  reduce  hospitalization  of  PWAs  through 
cooperative  arrangements  with  at  least  one  outpatient  services 
program. 

Adjustments  would  equal  25  percent  of  the  amount  the  hospital  would  otherwise 
be  paid,   including  its  Medicaid  disproportionate-share  adjustment.  States 
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would  have  some  flexibility  to  broaden  the  class  of  eligible  hospitals  by 
lowering  the  AIDS  admission  cut-off  or  to  increase  the  payment  adjustments. 

The  AHA  strongly  supports  any  efforts  to  provide  financial  relief  to 
distressed  hospitals,  and  the  proposed  reimbursement  adjustment  would  be  a 
welcome  emergency  measure  for  currently  stressed  hospitals  serving  a  large 
number  of  persons  with  AIDS.     In  addition,  the  Committee  might  want  to 
consider  some  more  direct  reimbursement  measures  to  assist  these  providers, 
such  as  elimination  of  durational  limits  for  PWAs.     Another  alternative  that 
would  help  both  PWAs  and  their  providers  would  be  to  raise  medically  needy 
spend-down  levels,   so  that  PWAs  could  be  eligible  for  Medicaid  services  at  an 
earlier  point  in  their  disease.     In  either  case,  we  strongly  urge  that 
Congress  assure  additional  federal  dollars,  beyond  current  spending  levels,  be 
made  available  to  implement  this  provision  of  this  legislation.     Otherwise,  in 
their  efforts  to  comply  with  the  new  requirement,  states  could  be  compelled  to 
find  money  simply  by  reslicing  the  Medicaid  pie,  reducing  reimbursement  for 
other  services. 

As  welcome  as  this  provision  is,   it  does  not  compensate  for  the  overall 
insufficiency  of  Medicaid  reimbursement  for  hospital  services.     In  general. 
Medicaid  reimbursement  levels  fall  far  below  the  cost  of  providing  most  health 
care  services.     These  reimbursement  shortfalls  are  particularly  pronounced  in 
the  case  of  outpatient  care  and  with  regard  to  resource-intensive  services 
such  as  trauma  and  neonatal  intensive  care,  as  v/ell  as  care  for  PWAs. 
Although  this  legislation  represents  a  good  first  step  toward  improved 
reimbursement  for  a  given  service.  Congress  needs  to  continue  to  assure  that 
payments  for  all  services  come  closer  to  meeting  the  costs  of  providing  them. 
Further  efforts  are  necessary  to  ensure  that  all  Medicaid  payments  are 
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sufficient  to  guarantee  every  recipient  reasonable  access  to  any  necessary 
hospital  treatment  in  a  timely  fashion. 

COBRA  Continuation  Coverage  Premium  Assistance 

When  PWAs  become  too  sick  to  work,  they  often  have  the  option  to  purchase 
coverage  under  their  former  employer's  plan  but  lack  the  resources  to  pay  the 
premiums.     Under  the  Consolidated  Omnibus  Budget  Reconciliation  Act  of  1985 
(COBRA),  as  amended  by  the  Omnibus  Budget  Reconciliation  Act  of  1989, 
employers  with  more  than  20  employees  are  required  to  offer  employees  who  lose 
their  jobs  the  option  of  continuing  coverage  for  themselves  and  their 
dependents  under  the  employer's  group  health  insurance  plan  at  the  employer's 
group  rate.     For  employees  who  were  disabled  at  the  time  of  job  loss,  the 
employee  may  continue  coverage  for  up  to  29  months.     During  the  first  18 
months,  the  former  employee  can  be  charged  only  102  percent  of  the  employer's 
group  premium  rate;  for  the  remaining  months,  the  maximum  premium  would  be  150 
percent  of  that  rate.  -  - 

While  continuing  access  to  group  rates  can  be  a  very  useful  benefit,  many  of 
those  who  lose  their  jobs  are  unable  to  take  advantage  of  this  provision 
because  they  are  unable  to  pay  the  premiums.     H.R.  4080  would  authorize  the 
use  of  federal  Medicaid  funds  to  pay  the  insurance  premiums  for  PWAs  who  are 
eligible  for  continuation  coverage  under  COBRA,  have  incomes  below  100  percent 
of  the  federal  poverty  level  ($5,980  for  an  individual  in  1989),  and  have 
countable  resources  (excluding  a  home)  below  a  limit  of  approximately  $8,000. 

This  provision  would  benefit  PWAs,  who  would  have  continued  access  to  private 
health  insurance  and  thus  the  resources  to  protect  their  already  fragile 
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health  conditions.     No  individual  would  have  to  sacrifice  basic  needs  to  pay 
insurance  premiums  nor  be  reluctant,  as  personal  resources  shrink,  to  obtain 
care  in  a  timely  and  appropriate  manner.     In  addition,  having  private  health 
insurance  contributes  to  an  individual's  sense  of  dignity  and  independence, 
which  are  essential  to  good  health  and  optimal  functioning. 

H.R.  4080  would  also  benefit  state  Medicaid  programs.     Without  private 
insurance  coverage,  individuals  must  turn  to  public  programs  for  assistance  in 
meeting  health  care  costs.     Using  Medicaid  funds  to  pay  private  insurance 
premiums  would  slow  the  shift  of  responsibility  from  the  private  to  the  public 
sector  and  would  help  to  maintain  the  stability  of  a  Medicaid  program  already 
stretched  to  its  limit  to  cover  current  caseloads.     The  Michigan  and 
Washington  state  insurance  assistance  programs  clearly  indicate  that  such 
programs  are  cost-effective  for  the  Medicaid  program.       In  Michigan,  the 
insurance  assistance  program  saves  Medicaid  approximately  $3,000  per  person 
per  month,  and  the  Washington  state  program  saves  almost  $1,700  per  person  per 
month. 

Given  this  proven  cost-effectiveness  and  the  clear  medical  benefits  to  PWAs, 
we  suggest  that  states  be  given  flexibility  in  setting  the  income  and  resource 
limits  for  eligibility  under  this  provision.     Under  Medicaid's  medically  needy 
program,   individuals  above  the  poverty  level  eventually  can  "spend  down"  and 
be  eligible  for  Medicaid.     From  the  state  perspective,  therefore,   it  can  be 
cost-effective  to  continue  the  private  health  insurance  coverage  of  these 
individuals  so  that  all  persons  who  are  too  ill  to  work  and  would  eventually 
have  to  rely  on  the  Medicaid  program  to  pay  for  their  health  care  needs  would 
be  eligible  for  this  cost-effective  option. 
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Coverage  of  Home  and  Community-based  Services  to  Low-Income  Children  with  AIDS 

For  many  children  with  AIDS,  continuous  acute  care  in  an  inpatient  hospital 
setting  is  not  the  treatment  of  choice.     Many  children  with  AIDS  could  be  more 
appropriately  cared  for  and  less  expensively  in  a  home  or  community-based 
setting  with  varying  levels  of  medical  support  and  social  services,  but  these 
services  generally  cannot  be  reimbursed  through  Medicaid.     Under  current  law, 
states  can  obtain  a  waiver  to  enable  them  to  purchase  home  and  community-based 
services  for  those  with  AIDS  who  would  otherwise  have  to  be  cared  for  in  a 
hospital  or  nursing  home.     To  obtain  such  a  waiver,   states  must  demonstrate 
budget  neutrality.     The  administrative  complexity  of  the  waiver  process  and 
the  difficulty  of  proving  that  home  and  community-based  services  for  those 
with  AIDS  are  budget  neutral  are  disincentives  to  states  to  purchase  these 
alternative  services  under  the  Medicaid  program. 

H.R.   4080  would  allow  states,  without  a  waiver  or  proof  of  budget  neutrality, 
to  use  federal  Medicaid  dollars  for  the  purchase  of  home  and  community-based 
services  for  low-income  children  with  AIDS.     Services  would  include  case 
management,  supervision  or  additional  services  for  foster  children  or  their 
parents,  personal  care,  and  respite  care.     AHA  endorses  the  proposed 
elimination  of  disincentives  to  the  purchase  of  these  alternative  services 
which  can  enhance  the  quality  of  life  of  children  with  AIDS. 

Conclusion  - 

The  AIDS  epidemic  will  continue  to  strain  the  health  care  system  through  the 
1990s.     If  we  are  to  respond  compassionately  and  effectively  in  caring  for 
those  affected,  we  must  improve  the  ability  of  the  Medicaid  program  to  respond 
to  the  crisis.     We  believe  the  provisions  in  H.R.  4080  will  take  us  far  in 
this  direction.     However,   as  we  grapple  with  the  need  to  improve  care  for 
those  with  AIDS,  we  must  face  the  fact  that  the  urgent  financing  issues 
exacerbated  and  underscored  by  the  AIDS  epidemic  are  neither  new  nor, 
unfortunately,   confined  to  a  single  disease.     The  problems  of  underinsurance 
and  underf inancing  are  chronic  and  cumulative  and  cannot  be  resolved  without 
addressing  broader  financing  issues. 
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ROBERT  H.  SWEENEY 
President 

March  13,  1990 


The  Honorable  Henry  Waxman 
Chaiirman 

Subcommittee  on  Health  and  the  Environment 

Committee  on  Energy  and  Commerce 

2415  Rayburn  Building 

U.S.  House  of  Representatives 

Washington,  D.C.  20515 


Dear  Representative  Waxman: 

I  commend  you  for  convening  the  Subcommittee  on  Health  and 
the  Environment  for  its  February  27  hearing  on  "The  AIDS  Epidemic 
and  Medicaid."     I  would  appreciate  your  including  this  letter  as 
part  of  the  hearing  record. 

NACHRI  is  the  only  national  association  of  children's 
hospitals  in  the  United  States.     Its  membership  includes  107 
institutions  in  the  U.S.  as  well  as  Canada.     The  Children's 
Hospital  of  New  Jersey,  which  testified  before  the  Subcommittee 
on  its  experience  with  the  care  of  children  with  AIDS  and  HIV 
infection,  is  a  NACHRI  member  hospital. 

We  would  like  to  supplement  the  testimony  of  the  Children's 
Hospital  of  New  Jersey  with  unpublished  findings  on  the 
experience  of  44  other  children's  hospitals  that  cared  for 
patients  with  AIDS  according  to  CDC  definition  in  1987.  These 
unpublished  findings  are  drawn  from  the  1987  U.S.  Hospitals  AIDS 
Survey  which  was  conducted  in  conjunction  with  the  National 
Association  of  Public  Hospitals,  with  funding  from  the  Robert 
Wood  Johnson  Foundation,  the  U.S.  Centers  for  Disease  Control, 
and  the  U.S.  Department  of  Health  and  Human  Services  Bureau  of 
Maternal  and  Children  Health  and  Resources  Development. 

Data  were  gathered  on  the  care  of  patients  with  AIDS  from  44 
children's  hospitals  that  reported  treating  at  least  one  child 
with  AIDS  in  1987.   (The  survey  did  not  assess  the  hospitals' 
experience  with  the  larger  population  of  patients  with  HIV 
infection.)     Sixty  percent  of  these  children's  hospitals  also 
provided  data  on  costs  and  revenues .       The  findings  below  compare 
the  children's  hospitals'  experience  with  the  care  of  adult 
patients  with  AIDS  by  other  hospitals: 


The  National  Association  of  Children's  Hospitals  and  Related  Institutions,  Inc. 
401  Wythe  Street,  Alexandria,  Virginia  22314 
Phone  (703)  684-1355    •    FAX  (703)  684-1 589 
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o        Children  with  AIDS  had  more  frequent  admissions,  longer 

lengths  of  stay,  and  more  total  hospital  days  per  year  than 
did  adults  with  AIDS.     On  average,  a  child  with  AIDS  had 
2.3  admissions  per  year,  an  average  length  of  stay  of  17 
days,  and  a  total  of  39.9  days  per  year  in  the  hospital. 
Adults  had  1.6  admissions  per  year,  and  a  total  of  25.9  days 
per  year  in  the  hospital . 

o        Children  with  AIDS  were  covered  more  frequently  by  Medicaid 
and  less  frequently  by  private  insurance  than  were  adults 
with  AIDS.     Forty-five  percent  of  children  with  AIDS 
received  Medicaid  assistance  and  39%  were  privately  insured. 
In  comparison,  34%  of  adults  with  AIDS  were  assisted  by 
Medicaid  and  48%  were  covered  by  private  insurance. 

o        The  costs  of  children's  hospitals'  inpatient  care  for 

children  with  AIDS  were  higher  than  the  costs  of  hospital, 
care  for  adults  with  AIDS.     The  average  costs  per  day  for 
children  were  31%  higher  than  for  the  adult  AIDS  population 
responding  to  the  survey,  and  the  annual  inpatient  costs 
were  two  times  greater. 

o        The  financial  losses  were  higher  for  inpatient  children's 

hospital  care  for  children  with  AIDS  than  the  costs  of  adult 
hospital  care  for  adults  with  AIDS.     About  78%  of  the  costs 
of  care  for  children  with  AIDS  were  reimbursed  compared  with 
86%  for  adults.     On  average,  a  children's  hospital 
experienced  an  annual  loss  on  inpatient  care  of  children 
with  AIDS  of  $7,701,  more  than  five  times  greater  than  the 
losses  hospitals  incurred  on  adults  patients  with  AIDS. 

These  financial  data  reflect  the  fact  that  children  with 
AIDS  often  require  not  only  longer  and  more  frequent  lengths  of 
stay  in  the  hospital  but  also  more  intensive  clinical  care  as 
well  as  developmental  and  psychosocial  services,  assistance  with 
post-hospital  placements,  and  case  management. 

At  the  same  time,  it  is  important  to  recognize  the 
limitations  of  these  findings.  They  relate  only  to  the  children's 
hospitals'  financial  experience  and  only  to  their  experience 
specifically  with  inpatient  care  for  children  with  AIDS  according 
to  CDC  definition.     They  do  not  involve  the  costs  of  outpatient 
care,  the  costs  of  inpatient  and  outpatient  care  of  children  with 
HIV  infection  who  are  not  yet  diagnosed  with  AIDS,  and  the 
indirect  costs  of  care  hospitals  experience  when  they  care  for 
patients  with  AIDS  and  HIV  infection  —  indirect  costs  resulting 
from  changes  in  staffing,  new  employee  and  community  education 
responsibilities,  and  new  regulatory  and  safety  obligations. 
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Nor  does  it  include  the  costs  of  social  services  and  other  home 
and  community-based  care. 

Finally,  the  survey  also  does  not  assess  the  ability  of 
these  hospitals  to  sustain  such  financial  losses.     NACHRI  knows 
from  other  surveys  of  its  member  hospitals  that  children's 
hospitals  are  major  providers  of  care  to  children  of  low  income 
families  in  general.    About  85%  of  children's  hospitals  qualify 
as  Medicaid  "disproportionate  share  hospitals."  While 
individual  children's  hospitals,  on  average,  still  saw  very  few 
cases  of  children  diagnosed  with  AIDS  in  1987,  we  know  from  the 
experience  of  Children's  Hospital  of  New  Jersey  and  others,  that 
many  saw  much  larger  numbers  of  children  with  HIV  infection.  We 
also  know  that  the  numbers  of  both  pediatric  AIDS  and  HIV  cases 
have  continued  to  grow  significantly  nationwide,  with  as  many  as 
20,000  projected  nationwide  by  the  early  1990s. 

In  short,  the  survey  results  indicate  financial  difficulties 
that  may  be  only  the  tip  of  the  iceberg  confronting  the  delivery 
of  health  care  and  related  social  services  to  children  with  HIV 
infection  and  AIDS.     Our  comparison  of  them  to  the  costs  of  care 
for  adults  is  not  to  diminish  the  financial  challenges  of  the 
delivery  care  to  adults,  but  rather  to  emphasize  that  the 
challenges  for  caring  for  children  with  AIDS  are  even  greater. 

We  applaud  your  efforts  to  address  the  financial  burden  of 
the  selected  hospitals  that  provide  most  of  the  care  to 
patients  with  AIDS  through  your  introduction  of  H.R.  4080. 
Because  the  opportunities  for  effective  treatment  are  so  much 
greater  for  children  with  HIV  infection  rather  than  diagnosed 
AIDS  and  because  the  greatest  number  of  HIV  infected  children  are 
not  yet  diagnosed  with  AIDS,  we  urge  you  to  consider  expanding 
the  provision  of  a  state  option  of  home  and  community  based 
services  to  children  with  HIV  infection  as  well  as  AIDS. 

NACHRI  also  applauds  your  leadership  on  behalf  of  Medicaid 
reform  for  all  pregnant  and  women  children  of  low  income 
families.     Such  reforms  in  eligibility,  enrollment,  benefits,  and 
reimbursement,  particularly  for  extraordinarily  long  stay  and 
high  cost  cases,  are  an  essential  component  of  an  effective 
federal  policy  targeted  at  assisting  Medicaid  disproportionate 
share  hospitals  serving  large  and  growing  numbers  of  children 
with  AIDS  and  HIV  infection. 
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AIDS  ISSUES 

Financing  AIDS  Early  Intervention  and  Treatment 

Services 


THURSDAY,  APRIL  19,  1990 

House  of  Representatives, 
cjommittee  on  energy  and  commerce, 
Subcommittee  on  Health  and  the  Environment, 

Washington,  DC. 

The  subcommittee  met,  pursuant  to  notice,  at  9:28  a.m.,  in  room 
2322,  Raybum  House  Office  Building,  Hon.  Henry  A.  Waxman 
j  (chairman)  presiding. 

Mr.  Waxman.  The  subcommittee  will  come  to  order. 

Today's  hearing  is  on  the  financing  of  AIDS  prevention  and  early 
1  intervention. 

I     For  the  9  long  years  of  the  epidemic,  we  have  worked  to  provide 
funding  for  AIDS  research  on  treatments  and  cures.  No  cures  have 
been  found,  but  there  have  been  some  very  important  break- 
throughs in  treatment.  With  current  knowledge,  people  whose  ill- 
i   ness  is  diagnosed  at  an  early  point  can  postpone  their  immune  defi- 
ciency and  prevent  the  pneumonia  that  is  the  leading  cause  of 
death  from  AIDS.  While  such  early  intervention  treatments  are  ex- 
pensive drugs,  they  can  forestall  or  prevent  the  need  for  much 
,   more  expensive  hospital  care  and  can  allow  people  with  HIV  to 
'j  continue  with  healthy,  productive  lives. 

This  is  very  good  news.  It  is  a  promising  advance  in  dealing  with 
I  AIDS.  But  it  is  a  real  advance  in  dealing  with  AIDS  only  if  people 
!    can  actually  get  such  treatments  and  the  hard  fact  is  that  very  few 
I    people  can.  Many  people  do  not  know  that  they  are  infected.  Many 
!    of  those  infected  did  not  know  that  their  immune  systems  are  com- 
I    promised.  Many  of  those  who  are  immune-compromised  do  not 
know  that  there  is  anything  they  can  do  and  many  of  those  who 
know  what  to  do  cannot  afford  to  do  it. 
j^J     We  are  a  long,  long  way  from  turning  the  research  into  progress. 
I  The  Bush  administration  has  not  addressed  these  issues.  While  the 
I  CDC  and  the  NIH  continue  to  issue  statements  saying  who  should 
I   be  encouraged  to  be  tested  and  what  the  state-of-the-art  treatment 
jjj  should  be,  no  one  in  the  Public  Health  Service  or  the  Health  Care 
I  Financing  Administration  has  proposed  funds  to  implement  these 
statements.  Consequently,  both  prevention  and  treatment  are  fail- 
ing to  reach  those  in  need. 

The  legislation  before  the  subcommittee  today  would  provide  as- 
sistance in  prevention  and  treatment,  preventing  infection  among 
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the  uninfected,  preventing  illness  among  the  infected  and  treating 
illness  among  those  who  are  sick.  It  would  provide  grants  for  early 
intervention  and  would  expand  Medicaid  to  provide  such  services 
for  poor  people  before  it  is  too  late. 

It  would  assist  those  high-incidence  cities  that  are  becoming 
overwhelmed  with  the  problems  of  the  epidemic. 

We  have  spent  millions  of  dollars  developing  research  to  diag- 
nose and  treat  AIDS.  Hundreds  of  thousands  of  our  citizens  need 
such  a  diagnosis  and  treatment.  We  should  not  simply  put  this  re- 
search on  a  shelf,  hoping  that  people  will  find  it  and  will  be  able  to 
pay  for  it  themselves. 

[Testimony  resumes  on  p.  220.] 

[The  text  of  H.R.  4470  follows:] 
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lOlST  CONGRESS     ¥  ¥  A  A^f\ 

2D  Session  K.  4470 

To  amend  the  Public  Health  Service  Act  to  establish  a  program  of  grants  to 
provide  preventive  health  services  with  respect  to  acquired  immune  defi- 
ciency syndrome. 


IN  THE  HOUSE  OF  REPRESENTATIVES 

Apeil  4,  1990 

Mr.  Waxman  introduced  the  following  bill;  which  was  referred  to  the  Committee 
on  Energy  and  Commerce 


A  BILL 

To  amend  the  Public  Health  Service  Act  to  estabhsh  a  program 
of  grants  to  provide  preventive  health  services  with  respect 
to  acquired  immune  deficiency  syndrome. 

1  Be  it  enacted  by  the  Senate  and  House  of  Representa- 

2  tives  of  the  United  States  of  America  in  Congress  assembled, 

3  SECTION  1.  SHORT  TITLE. 

4  This  Act  may  be  cited  as  the  "AIDS  Prevention  Act  of 

5  1990". 
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1  TITLE    I— PREVENTIVE  HEALTH 

2  SERVICES  WITH  RESPECT  TO 

3  ACQUIRED  IMMUNE  DEFICIEN- 

4  CY  SYNDROME 

5  SEC.  101.  ESTABLISHMENT  OF  PROGRAM  OF  GRANTS. 

6  The  Public  Health  Service  Act  (42  U.S.C.  201  et  seq.) 

7  is  amended — 

8  (1)  by  redesignating  title  XXVI  as  title  XXVII; 

9  (2)  by  redesignating  sections  2601  through  2614 

10  as  sections  2701  through  2714,  respectively;  and 

11  (3)  by  inserting  after  title  XXV  the  following  new 

12  title: 

13  "TITLE  XXVI— PKEVENTIVE  HEALTH  SERVICES 

14  WITH  RESPECT  TO  ACQUIRED  IMMUNE  DE- 

15  FICIENCY  SYNDROME 

16  "Paet  a — Grants  foe  Provision  of  Seevices 

17  "sec.  2601.  establishment  of  program. 

18  "(a)  Allotments  foe  States. — For  the  purposes  de- 

19  scribed  in  subsection  (c),  the  Secretary,  acting  through  the 

20  Director  of  the  Centers  for  Disease  Control,  shall  for  each  of 

21  the  fiscal  years  1991  through  1995  make  an  allotment  for 

22  each  State  in  an  amoimt  determined  in  accordance  with  sec- 

23  tion  2610.  The  Secretary  shall  make  payments  each  such 

24  fiscal  year  to  each  State  from  the  allotment  for  the  State  if 
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1  the  Secretary  approves  for  the  fiscal  year  involved  an  appH- 

2  cation  submitted  by  the  State  pursuant  to  section  2609. 

3  ''(b)  Categorical  Grants. — For  the  purposes  de- 

4  scribed  in  subsection  (c),  the  Secretary,  acting  through  the 

5  Director  of  the  Centers  for  Disease  Control,  may  make 

6  grants  to  entities  (including  public  entities)  that — 

7  "(1)  are  grantees  pursuant  to  section  317(j)(2), 

8  section  318(c),  section  329,  section  330,  section  340, 

9  section  509 A,  or  section  1001; 

10  "(2)  are  nonprofit  hospitals;  ' 

11  "(3)  are  nonprofit  medical  facilities  that  provide, 

12  on  an  outpatient  basis,  comprehensive  care  for  individ- 

13  uals  infected  with  the  etiologic  agent  for  acquired 

14  immune  deficiency  syndrome; 

15  "(4)  have  under  any  appropriations  Act  received 

16  funds  as  alternate  blood  testing  sites;  or 

17  "(5)  are  comprehensive  hemophilia  diagnostic  and 

18  treatment  centers. 

19  "(c)  Purposes  of  Grants. — 

20  "(1)  In  general. — The  Secretary  may  not  make 

21  a  grant  under  subsection  (a)  or  (b)  unless  the  appHcant 

22  for  the  grant  agrees  to  expend  the  grant  only  for  the 

23  purposes  of  providing,  with  respect  to  acquired  immune 

24  deficiency  syndrome,  the  preventive  health  services 

25  specified  in  paragraph  (2).  Such  services  may  be  pro- 
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1  ^vided  directly,  or  through  arrangements  with  public  or 

2  nonprofit  private  entities. 

3  ^'(2)  Specification  of  preventive  health 

4  services. — The  preventive  health  services  referred  to 

5  in  paragraph  (1)  are — 

6  "(A)  counseling  individuals  with  respect  to 

7  acquired  immune  deficiency  sjmdrome  in  accord- 

8  ance  with  section  2603; 

9  "(B)  testing  individuals  with  respect  to  such 

10  syndrome,  including  tests  to  confirm  that  the  indi- 

11  viduals  are  infected  with  the  etiologic  agent  for 

12  such  syndrome,  tests  to  diagnose  the  extent  of  the 

13  deficiency  in  the  inunune  system,  and  tests  to  pro- 

14  vide  information  on  appropriate  therapeutic  meas- 

15  ures  for  preventing  and  treating  the  deterioration 

16  of  the  immune  system  and  for  preventing  and 

17  treating  conditions  arising  from  the  infection;  and 

18  "(C)  providing  the  therapeutic  measures  de- 

19  scribed  in  subparagraph  (B). 

20  "(d)    Preferences    in    Making  Categorical 

21  Grants. — 

22  "(1)  Subject  to  paragraph  (2),  the  Secretary  shall, 

23  in  making  grants  under  subsection  (b),  give  preference 

24  to  qualified  applicants  that  will  provide  preventive 
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1  health  services  pursuant  to  such  subsection  in  any  geo- 

2  graphic  area  for  which — 

3  **(A)  in  the  case  of  grants  for  fiscal  year 

4  1991,  the  number  of  additional  cases  of  acquired 

5  immune  deficiency  syndrome,  as  indicated  by  the 

6  number  of  such  cases  reported  to  and  confirmed 

7  by  the  Secretary  for  the  most  recent  fiscal  year 

8  for  which  such  data  is  available,  increased  signifi- 

9  cantly  above  the  number  of  additional  cases  of 

10  such  syndrome  reported  to  and  confirmed  by  the 

11  Secretary  for  the  fiscal  year  immediately  preced- 

12  ing  such  most  recent  fiscal  year;  and 

13  "(B)  m  the  case  of  grants  for  fiscal  year 

14  1992  and  subsequent  fiscal  years,  the  number  of 

15  additional  cases  of  infection  with  the  etiologic 

16  agent  for  acquired  immune  deficiency  syndrome, 

17  as  indicated  by  the  number  of  such  cases  for  the 

18  most  recent  fiscal  year  for  which  such  data  is 

19  available,    increased    significantly    above  the 

20  number  of  additional  cases  of  such  syndrome  re- 

21  ported  to  and  confirmed  by  the  Secretary  for  the 

22  fiscal   year   immediately  preceding   such  most 

23  recent  fiscal  year. 

24  "(2)  With  respect  to  grants  under  subsection  (b) 

25  for  fiscal  year  1992  and  subsequent  fiscal  years,  the 
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1  Secretary  shall,  for  purposes  of  preferences  under  para- 

2  graph  (1),  apply  the  criteria  described  in  subparagraph 

3  (A)  of  such  paragraph  if  the  Secretary  determines  that 

4  sufficient  and  accurate  data  are  not  available  for  apply- 

5  ing  the  criteria  described  in  subparagraph  (B)  of  such 

6  paragraph. 

7  "(3)  In  providing  preferences  under  paragraph  (1) 

8  for  a  fiscal  year,  the  Secretary  shall  give  special  con- 

9  sideration  to  rural  areas  meeting  the  applicable  criteria 

10  established  in  such  paragraph. 

11  SEC.  2602.  REQUIREMENTS  WITH  RESPECT  TO  CONFIDEN- 

12  TIALITY  AND  INFORMED  CONSENT. 

»  13  "(a)  Confidentiality. — The  Secretary  may  not  make 


14  a  grant  under  section  2601  unless  the  applicant  for  the  grant 

15  agrees  to  ensure  that  information  regarding  the  receipt  of 

16  preventive  health  services  pursuant  to  the  grant  is  confiden- 

17  tial  m  a  manner  not  inconsistent  with  applicable  law. 


18  "(b)  Informed  Consent. — 

19  **(1)  The  Secretary  may  not  make  a  grant  under 

20  section  2601  unless  the  applicant  for  the  grant  agrees 

21  that,  in  conducting  testing  pursuant  to  such  section, 

22  the  applicant  will  test  an  individual  only  after  obtaining 

23  from  the  individual  a  statement,  made  in  writing  and 

24  signed  by  the  individual,  declaring  that  the  individual 

25  has  undergone  the  counseling  described  in  section 
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1  2603(a)  and  that  the  decision  of  the  individual  with  re- 

2  spect  to  undergoing  such  testing  is  voluntarily  made. 

3  "(2)(A)  If,  pursuant  to  section  2608(a),  an  individ- 

4  ual  will  undergo  testing  described  in  section  2601 

5  through  the  use  of  a  pseudon3mi,  a  grantee  under  such 

6  section  shall  be  considered  to  be  in  compliance  with 

7  the  agreement  entered  into  pursuant  to  paragraph  (1)  if 

8  such  individual  signs  the  statement  described  in  such 

9  subsection  usmg  the  pseudonym. 

10  "(B)  If,  pursuant  to  section  2608(a),  an  individual 

11  will  undergo  testing  described  in  section  2601  without 

12  providing  any  information  relating  to  the  identity  of  the 

13  individual,  a  grantee  under  such  section  shall  be  con- 

14  sidered  to  be  in  compliance  with  the  agreement  entered 

15  into  pursuant  to  paragraph  (1)  if  such  individual  orally 

16  provides  the  declaration  described  in  such  paragraph. 

17  SEC.  2603.  REQUIREMENT  OF  PROVISION  OF  CERTAIN  COUN- 

18  SELING  SERVICES. 

19  "(a)  Counseling  Befoee  Testing. — The  Secretary 

20  may  not  make  a  grant  under  section  2601  unless  the  appH- 

21  cant  for  the  grant  agrees  that,  before  testing  an  individual 

22  pursuant  to  such  section,  the  applicant  will  provide  to  the 

23  individual  appropriate  counseling  with  respect  to  acquired 

24  immune  deficiency  syndrome  (based  on  the  most  recently 

25  available  scientific  data),  including — 

•HR  4470  IH 


172 


8 

1  "(1)  measures  for  the  prevention  of  exposure  to, 

2  and  the  transmission  of,  the  etiologic  agent  for  such 

3  S3nidrome; 

4  "(2)  the  accuracy  and  reliabiHty  of  the  results  of 

5  testing  for  infection  with  such  etiologic  agent; 

1:  V  "(3)  the  significance  of  the  results  of  such  testing, 

:  I  including  the  potential  for  developing  acquired  immune 

^g^p  deficiency  syndrome; 

9  "(4)  encouraging  the  individual,  as  appropriate,  to 

10  undergo  such  testing; 

11  "(5)  the  benefits  of  such  testing,  including  the 

12  medical  benefits  of  diagnosing  the  infection  in  the  early 

13  stages  and  the  medical  benefits  of  receiving  preventive 

14  health  services  during  such  stages; 

15  "(6)  provisions  of  law  relating  to  the  confidential- 

16  ity  of  the  process  of  receiving  such  services,  including 

17  information  with  respect  to  any  disclosures  that  may  be 

18  authorized  under  applicable  law  and  information  with 

19  respect  to  the  availability  of  anonymous  counseling  and 

20  testing  pursuant  to  section  2608(a);  and 

21  "(7)  provisions  of  applicable  law  relating  to  dis- 

22  crimination  against  individuals  infected  with  the  etiolo- 

23  gic  agent  for  acquired  immune  deficiency  S3aidrome. 

24  "(b)  Counseling  of  Individuals  With  Negative 


25  Test  Eesults. — The  Secretary  may  not  make  a  grant 
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1  under  section  2601  unless  the  applicant  for  the  ^ant  a^ees 

2  that,  if  the  results  of  testing  conducted  pursuant  to  such  sec- 

3  tion  indicate  that  an  individual  is  not  infected  with  the  etiolo- 

4  gic  agent  for  acquired  immune  deficiency  syndrome,  the  ap- 

5  plicant  will  review  for  the  individual  the  information  provided 

6  pursuant  to  subsection  (a)  with  respect  to  such  syndrome, 

7  including — 

8  "(1)  the  information  described  in  paragraphs  (1) 

9  through  (3)  of  such  subsection;  and 

10  "(2)  the  appropriateness  of  further  counseling, 

11  testing,  and  education  of  the  individual  with  respect  to 

12  such  syndrome. 

13  "(c)  Counseling  of  Individuals  With  Positive 

14  Test  Eesults. — The  Secretary  may  not  make  a  grant 

15  under  section  2601  unless  the  applicant  for  the  grant  agrees 

16  that,  if  the  results  of  testing  conducted  pursuant  to  such  sec- 

17  tion  indicate  that  the  individual  is  infected  with  the  etiologic 

18  agent  for  acquired  unmune  deficiency  syndrome,  the  appli- 

19  cant  will  provide  to  the  individual  appropriate  counseling 

20  with  respect  to  such  S3rndrome,  including — 

21  ''(1)  reviewing  the  information  described  in  para- 

22  graphs  (1)  through  (3)  of  subsection  (a); 

23  "(2)  reviewing  the   appropriateness   of  further 

24  counseling,  testing,  and  education  of  the  individual 

25  with  respect  to  such  syndrome; 
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1  "(3)  the  availability,  through  the  applicant,  of  pre- 

2  ventive  health  services; 

3  "(4)  the  availability  in  the  geographic  area  of  ap- 

4  propriate  health  care,  mental  health  care,  and  social 

5  and  support  services; 

6  "(5)  the  benefits  of  locating  and  counseling  any 

7  individual  by  whom  the  infected  individual  may  have 

8  been  exposed  to  such  etiologic  agent  and  any  individual 

9  whom  the  infected  individual  may  have  exposed  to 

10  such  agent;  and 

11  "(6)  the  availability  of  the  services  of  public 

12  health  authorities  with  respect  to  locating  and  counsel- 

13  ing  any  individual  described  in  paragraph  (5). 

14  "(d)  Counseling  of  Women,  Childeen,  and  Hemo- 


15  PHILIACS. — The  Secretary  may  not  make  a  grant  under  sec- 

16  tion  2601  unless  the  appUcant  for  the  grant  agrees  that,  in 

17  counseling  individuals  with  respect  to  acquired  immune  defi- 

18  ciency  S3nidrome  pursuant  to  this  section,  the  applicant  will, 

19  where  appropriate,  provide  opportunities  for  women,  chil- 

20  dren,  and  hemophiliacs  to  undergo  the  counseling  under  con- 

21  ditions  appropriate  to  their  needs  with  respect  to  the 

22  counseling. 

23  "(e)  Counseling  of  Emebgency  Response  Em-. 

24  PLOYEES. — The  Secretary  may  not  make  a  grant  under  sec- 

25  tion  2601  to  a  State  unless  the  State  agrees  that,  in  counsel- 
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1  ing  individuals  with  respect  to  acquired  umnune  deficiency 

2  syndrome  pursuant  to  this  section,  the  State  will  provide  op- 

3  portunities  for  emergency  response  employees  to  undergo  the 

4  counseling  under  conditions  appropriate  to  their  needs  with 

5  respect  to  the  counseling. 

6  "(f)  Rule  of  Construction  With  Eespect  to 

7  Counseling  Without  Testing. — Agreements  entered 

8  into  pursuant  to  subsections  (a)  through  (e)  may  not  be  con-  .  V 

9  strued  to  prohibit  any  grantee  under  section  2601  from  ex- 

10  pending  the  grant  for  the  purpose  of  providing  counseling 

11  services  described  in  such  subsections  to  an  mdividual  who 

12  will  not  undergo  testing  described  in  such  section  as  a  result 

13  of  the  grantee  or  the  individual  determining  that  such  testing 

14  of  the  individual  is  not  appropriate. 

15  sec.  2604.  applicability  of  requirements  with  re- 

16  spect  to  confidentiality,  informed  CON- 

17  SENT,  AND  counseling. 

18  **The  Secretary  may  not  make  a  grant  under  section 

19  2601  unless  the  applicant  for  the  grant  agrees  that,  with  re- 

20  spect  to  testing  for  infection  with  the  etiologic  agent  for  ac- 

21  quired  immune  deficiency  S3mdrome,  any  such  testing  carried 

22  out  by  the  applicant  will,  without  regard  to  whether  such 

23  testing  is  carried  out  with  Federal  funds,  be  carried  out  in 

24  accordance  with  conditions  described  in  sections  2602  and 

25  2603. 
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1    "SEC.  2605.  REQUIREMENT  OF  OFFERING  AND  ENCOURAGING 


2  PREVENTIVE  HEALTH  SERVICES. 

3  "(a)  In  General. — The  Secretary  may  not  make  a 

4  grant  under  section  2601  unless  the  applicant  for  the  grant 

5  agrees  that,  with  respect  to  preventive  health  services — 

.6  1  "(1)  if  the  applicant  is  a  health  provider  that  reg- 

7  ularly  provides  treatment  for  sexually  transmitted  dis- 

8  eases,  the  applicant  will  offer  and  encourage  such  serv- 

9  ices  with  respect  to  individuals  to  whom  the  applicant 

10  provides  such  treatment; 

11  "(2)  if  the  applicant  is  a  health  provider  that  reg- 

12  ularly  provides  treatment  for  intravenous  substance 

13  abuse,  the  applicant  will  offer  and  encourage  such 

14  services  with  respect  to  individuals  to  whom  the  appli- 

15  cant  provides  such  treatment; 

16  **(3)  if  the  applicant  is  a  family  planning  clinic, 

17  the  applicant  will,  as  medically  appropriate,  offer  and 

18  encourage  such  services  with  respect  to  individuals  to 

19  whom  the  applicant  provides  family  planning  services; 

20  and 

21  "(4)  if  the  applicant  is  a  health  care  provider  that 

22  provides  treatment  for  tuberculosis,  the  applicant  will 

23  offer  and  encourage  such  services  with  respect  to  indi- 

24  viduals  to  whom  the  applicant  provides  such  treatment. 

25  "(b)  Ceiteria  for  Offering  and  Testing. — For 


26  purposes  of  subsection  (a),  a  grantee  to  whom  such  subsection 
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1  applies  is  offering  and  encouraging  preventive  health  services 

2  with  respect  to  the  individuals  involved  if  the  grantee — 

3  "(1)  offers  such  services  to  the  individuals,  and 

4  encourages  the  individuals  to  receive  the  services,  as  a 

5  regular  practice  in  the  course  of  providing  the  health 

6  services  involved;  and 

7  "(2)  provides  such  services  only  with  the  consent 

8  of  the  individuals. 

9  "SEC.  2606.  REQUIREMENT  FOR  STATE  GRANTEES  OF  NOTIFI- 

10  CATION  OF  CERTAIN  INDIVIDUALS  RECEIVING 

11  BLOOD  TRANSFUSIONS. 

12  'The  Secretary  may  not  make  a  grant  under  section 


13  2601  to  the  State  unless  the  State  provides  assurances  satis- 

14  factory  to  the  Secretary  that,  with  respect  to  individuals  in 

15  the  State  receiving  on  or  after  January  1,  1977,  a  transfu- 

16  sion  of  any  blood  product,  the  State  will — 


17  "(1)  encourage  such  individuals  to  receive  preven- 

18  tive  health  services;  and 

19  "(2)  inform  such  individuals  of  any  public  health 

20  facilities  in  the  geographic  area  involved  that  provide 

21  such  services. 
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1  "SEC.  2607.  REQUIREMENT  FOR  STATE  GRANTEES  OF  REPORT- 

2  ING  AND  CONTACT  TRACING  WITH  RESPECT  TO 

3  CASES  OF  INFECTION. 

4  "(a)  Reporting. — The  Secretary  may  not  make  a 

5  grant  under  section  2601  to  a  State  unless,  with  respect  to 

6  testing  for  infection  with  the  etiologic  agent  for  acquired 

7  inmiune  deficiency  syndrome,  the  State  provides  assurances 

8  satisfactory  to  the  Secretary  that  the  State  will  require  that 

9  any  entity  carrying  out  such  testing  confidentially  report  to 
10  the  State  public  health  officer  information  sufficient — 


11  "(1)  to  perform  statistical  and  epidemiological 

12  analyses  of  the  incidence  in  the  State  of  cases  of  such 

13  infection; 

14  "(2)  to  perform  statistical  and  epidemiological 

15  analyses  of  the  demographic  characteristics  of  the  pop- 

16  ulation  of  individuals  in  the  State  who  have  such  infec- 

17  tions;  and 

18  **(3)  to  assess  the  adequacy  of  preventive  health 

19  services  in  the  State. 

20  **(b)  Contact  Tracing. — The  Secretary  may  not 


21  make  a  grant  under  section  2601  to  a  State  unless  the  State 

22  provides  assurances  satisfactory  to  the  Secretary  that  the 

23  State  will  require  that  the  State  public  health  officer,  to  the 

24  extent  appropriate  in  the  determination  of  the  officer,  carry 

25  out  a  program  of  contact  tracing  with  respect  to  cases  of 
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1  infection  with  the  etiologic  agent  for  acquired  immune  defi- 

2  ciency  syndrome. 

3  "SEC.  2608.  ADDITIONAL  REQUIRED  AGREEMENTS. 

4  **(a)  Peovision  of  Oppoetunities  foe  Anonymous 

5  Counseling  and  Testing. — The  Secretary  may  not  make 

6  a  grant  under  section  2601  unless  the  appHcant  for  the  grant 

7  agrees  that,  to  the  extent  permitted  under  State  law,  the 

8  apphcant    ^ill    offer    substantial    opportunities    for  an 

9  individual — 

10  ''(I)  to  undergo  counseling  and  testing  pursuant  to 

11  such  section  without  being  required  to  provide  any  in- 

12  formation  relating  to  the  identity  of  the  mdividual;  and 

13  "(2)   to  undergo   such  counsehng  and  testiag 

14  through  the  use  of  a  pseudonym. 

15  "(b)  Peohtbition  Against  Eequieing  Testing  as 

16  Condition  of  Eeceiving  Othee  Health  Seevices. — 

17  The  Secretary  may  not  make  a  grant  under  section  2601 

18  unless  the  apphcant  for  the  grant  agrees  that,  with  respect  to 

19  an  uidi\'idual  seeking  health  services  from  the  apphcant,  the 

20  apphcant  ^ill  not  require  the  individual  to  undergo  testing 

21  described  in  such  section  as  a  condition  of  receiving  the 

22  health  services  unless  such  testmg  is  medically  indicated  in 

23  the  provision  of  the  health  services  sought  by  the  individual. 

24  ''(c)   Inceeased   Availability   of  Preventive 

25  Health  Seevices. — If  an  applicant  for  a  grant  under  sec- 
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1  tion  2601  has  carried  out  a  program  of  providing  any  preven- 

2  tive  health  services  during  the  majority  of  the  180-day  period 

3  preceding  the  date  of  the  enactment  of  the  AIDS  Prevention 

4  Act  of  1990,  the  Secretary  may  not  make  an  initial  grant 

5  under  such  section  unless  the  applicant  for  the  grant  agrees 

6  to  expend  the  grant  only  for  the  purpose  of  significantly  in- 

7  creasing  the  availability  of  such  preventive  health  services 

8  provided  by  the  applicant  above  the  level  of  availability  pro- 

9  vided  under  such  program  during  the  majority  of  such  period. 


10  "(d)  Administration  of  Grant. — The  Secretary 

11  may  not  make  a  grant  under  section  2601  imless  the  appli- 

12  cant  for  the  grant  agrees  that — 

13  "(1)  the  applicant  will  not  expend  amounts  re- 

14  ceived  pursuant  to  such  section  for  any  purpose  other 

15  than  the  purposes  described  in  such  section; 

16  "(2)  if  the  applicant  will  routinely  impose  a 

17  ,  charge  for  providing  the  preventive  health  services  de- 

18  scribed  in  such  section,  the  applicant  will  not  impose 

19  the  charge  on  any  individual  seeking  such  services  who 

20  is  imable  to  pay  the  charge; 

21  "(3)  the  applicant  will  establish  such  procedures 

22  for  fiscal  control  and  fund  accounting  as  may  be  neces- 

23  sary  to  ensure  proper  disbursement  and  accounting 

24  with  respect  to  the  grant;  and 
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1  ''(4)  the  applicant  will  not  expend  more  than  10 

2  percent  of  the  grant  for  administrative  expenses  with 

3  respect  to  the  grant. 

4  SEC.  2609.  REQUIREMENT  OF  SUBMISSION  OF  APPLICATION 

5  CONTAINING     CERTAIN     AGREEMENTS  AND 

6  ASSURANCES. 

7  "The  Secretary  may  not  make  a  grant  mider  section 

8  2601  unless— 

9  ''(1)  an  application  for  the  grant  is  submitted  to 

10  the  Secretary  containing  agreements  and  assurances  m 

11  accordance  with  sections  2601  through  2608; 

12  "(2)  with  respect  to  such  agreements,  the  applica- 

13  tion  provides  assurances  of  compliance  satisfactory  to 

14  the  Secretary;  and 

15  "(3)  the  apphcation  otherwise  is  in  such  form,  is 

16  made  ui  such  manner,  and  contains  such  agreements, 

17  assurances,  and  information  as  the  Secretary  deter- 

18  mines  to  be  necessary  to  carry  out  this  part. 

19  "SEC.  2610.  DETERMINATION  OF  AMOUNT  OF  ALLOTMENTS 

20  FOR  STATES. 

21  "(a)  Minimum  Allotment. — Subject  to  the  extent  of 

22  amounts  made  available  in  appropriations  Acts,  the  amount 

23  of  an  allotment  under  section  2601(a)  for  a  State  for  a  fiscal 

24  year  shall  be  the  greater  of — 
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1  **(1)  $300,000  for  each  of  the  several  States,  the 

2  District  of  Columbia,  and  the  Commonwealth  of  Puerto 

3  Rico,  and  $100,000  for  each  of  the  territories  of  the 

4  United  States  other  than  the  Commonwealth  of  Puerto 

5  Rico;  and 

6  ''(2)  an  amount  determined  under  subsection  (b). 

7  "(b)    Deteemination    Under    Foemula. — The 

8  amount  referred  to  in  subsection  (a)(2)  is  the  product  of — 

9  "(1)  an  amount  equal  to  the  amount  made  avail- 

10  able  pursuant  to  section  2613(b)(1)  for  the  fiscal  year 

11  involved;  and 

12  *'(2)  a  percentage  equal  to  the  quotient  of — 

13  **(A)  an  amount  equal  to  the  population  of 

14  the  State  involved;  divided  by 

15  ''(B)  an  amount  equal  to  the  population  of 

16  the  United  States. 

W^^^  V  Disposition  of  Ceetain  Funds  Appeopeiated 

18  FOE  Allotments. — 

19  ''(I)  Amounts  described  in  paragraph  (2)  shall,  in 

20  accordance  with  paragraph  (3),  be  allotted  by  the  Sec- 

21  retary  to  States  receiving  payments  under  section 

22  2601(a)  for  the  fiscal  year  (other  than  any  State  re- 

23  ferred  to  in  paragraph  (2)(C)). 
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1  "(2)  The  amounts  referred  to  in  paragraph  (1)  are 

2  any  amounts  that  are  not  paid  to  States  under  section 

3  2601(a)  as  a  result  of — 

4  "(A)  the  failure  of  any  State  to  submit  an 

5  application  under  section  2609; 

6  "(B)  the  failure,  in  the  determination  of  the 

7  Secretary,  of  any  State  to  prepare  within  a  rea- 

8  sonable  period  of  time  such  appHcation  in  compli- 

9  ance  with  such  section;  or 

10  '*(C)  any  State  informing  the  Secretary  that 

11  the  State  does  not  intend  to  expend  the  full 

12  amount  of  the  allotment  made  to  the  State. 

13  "(3)  The  amount  of  an  allotment  under  paragraph 

14  (1)  for  a  State  for  a  fiscal  year  shall  be  an  amount 

15  equal  to  the  product  of — 

16  "(A)  an  amount  equal  to  the  amount  de- 

17  scribed  in  paragraph  (2)  for  the  fiscal  year  in- 

18  volved;  and 

19  **(B)  the  percentage  determined  under  sub- 

20  section  (b)(2)  for  the  State. 

21  "SEC.  2611.  PROVISION  BY  SECRETARY  OF  SUPPLIES  AND 

22  SERVICES  IN  LIEU  OF  GRANT  FUNDS. 

23  "(a)  In  Genebal. — Upon  the  request  of  a  grantee 

24  under  section  2601,  the  Secretary  may,  subject  to  subsection 

25  (b),  provide  supphes,  equipment,  and  services  for  the  purpose 
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1  of  aiding  the  grantee  in  providing  preventive  health  services 

2  described  in  such  section  and,  for  such  purpose,  may  detail  to 

3  the  grantee  any  officer  or  employee  of  the  Department  of 

4  Health  and  Human  Services. 

5  "(b)  Limitation. — With  respect  to  a  request  described 

6  in  subsection  (a),  the  Secretary  shall  reduce  the  amount  of 

7  pa3mients  under  section  2601  to  the  grantee  involved  by  an 

8  amount  equal  to  the  fair  market  value  of  any  supplies,  equip- 

9  ment,  or  services  provided  by  the  Secretary  and  shall,  for  the 

10  pa3niient  of  expenses  incurred  in  complying  with  such  re- 

1 1  quest,  expend  the  amounts  withheld. 

12  SEC.  2612.  EVALUATIONS  AND  REPORTS. 

13  ''(a)  Evaluations. — The  Secretary  shall,  directly  or 

14  through  grants  and  contracts,  evaluate  programs  carried  out 

15  with  grants  made  under  section  2601. 

16  "(b)  Repoet  to  Congress. — The  Secretary  shall,  not 

17  later  than  1  year  after  the  date  on  which  amounts  are  first 

18  appropriated  pursuant  to  section  2613(a),  and  annually  there- 

19  after,  submit  to  the  Congress  a  report  sununarizing  evalua- 

20  tions  carried  out  pursuant  to  subsection  (a)  during  the  preced- 

21  ing  fiscal  year  and  making  such  recommendations  for  admin- 

22  istrative  and  legislative  initiatives  with  respect  to  this  title  as 

23  the  Secretary  determines  to  be  appropriate. 
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1  "SEC.  2613.  FUNDING. 

2  **(a)  AUTHOEIZATION  OF  APPROPRIATIONS. — For  the 

3  purpose  of  making  grants  under  subsections  (a)  and  (b)  of 

4  section   2601,   there   is   authorized   to   be  appropriated 

5  $500,000,000  for  each  of  the  fiscal  years  1991  through 

6  1995. 

7  **(b)  Allocation  of  Funds  by  Secretary. — 

8  **(1)  For  the  purpose  of  making  allotments  under 

9  section  2601(a),  the  Secretary  shall  make  available  50 

10  percent  of  the  amounts  appropriated  pursuant  to  sub- 

11  section  (a). 

12  "(2)  For  the  purpose  of  making  grants  under  sec- 

13  tion  2601(b),  the  Secretary  shall  make  available  50 

14  percent  of  the  amounts  appropriated  pursuant  to  sub- 

15  section  (a). 

16  "(c)  Use  of  Funds. — Counseling  programs  carried  out 

17  under  this  part — 

18  "(1)  shall  not  be  designed  to  promote  or  encour- 

19  age,  directly,  intravenous  drug  abuse  or  sexual  activity, 

20  homosexual  or  heterosexual; 

21  "(2)  shall  be  designed  to  reduce  exposure  to  and 

22  transmission  of  the  etiologic  agent  for  acquired  immune 

23  deficiency  sjnidrome  by  providing  accurate  information; 

24  and 

•HR  4470  IH 


186 


22 

1  "(3)  shall  provide  information  on  the  health  risks 

2  of  promiscuous  sexual  activity  and  intravenous  drug 

3  abuse.". 

4  TITLE  II— MEDICAID  AIDS  AND 

5  HIV  AMENDMENTS 

6  SEC.  201.  OPTIONAL  MEDICAID  COVERAGE  OF  HIV-RELATED 

7  SERVICES  FOR  CERTAIN  HIV-POSITIVE  INDI- 

8  VIDUALS. 

9  (a)  COVEEAGE  AS  OPTIONAL,  CaTEGOEICALLY  NeEDY 

10  Geoup.— Section  1902(a)(10)(A)(ii)  of  the  Social  Security 

11  Act  (42  U.S.C.  1396a(a)(10)(A)(ii))  is  amended— 

12  (1)  by  striking  **or"  at  the  end  of  subclause  (X), 

13  (2)  by  adding  '*or"  at  the  end  of  subclause  (XI), 

14  and 

15  (3)  by  adding  at  the  end  the  following  new  sub- 

16  clause: 

17  "(Xn)  who  are  described  in  sub- 
IB  section  (s)(l)  (relating  to  certain  HTV- 

19  positive  individuals);". 

20  (b)  Geoup  and  Benefit  Desceibed. — Section  1902 

21  of  such  Act  is  amended  by  adding  at  the  end  the  following 

22  new  subsection: 

23  "(s)(l)  Individuals  described  in  this  paragraph  are  indi- 

24  viduals  not  described  in  subsection  (a)(10)(A)(i) — 
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1  "(A)  who  have  tested  positively  to  be  infected 

2  wdth  the  HIY  virus  and  to  have  (as  measured  through 

3  an  appropriate  indicator,  such 'as  CD4-T4  cell  concen- 

4  tration  in  the  blood)  an  abnormally  low  immune  func- 

5  tion  for  which  medical  intervention  is  indicated  to  pre- 

6  vent  decline  in  such  function  or  to  prevent  opportunis- 

7  tic  diseases  related  to  AIDS  (^^thout  regard  to  wheth- 

8  er  or  not  the  individuals  display  s\Tnptoms  of  ATDS  or 

9  opportunistic  diseases  related  to  AIDS); 

10  "(B)  whose  income  (as  determined  under  the 

11  State  plan  under  this  title  with  respect  to  disabled  indi- 

12  viduals)  does  not  exceed  the  m.aximum  amount  of 

13  mcome  a  disabled  individual  described  in  subsection 

14  (a)(10)(A)(i)  may  have  and  obtain  medical  assistance 

15  under  the  plan;  and 

16  ''(C)  w^hose  resources  (as  determined  under  the 

17  State  plan  under  this  title  with  respect  to  disabled  mdi- 

18  \iduals)  does  not  exceed  the  maximum  amount  of  re- 

19  sources  a  disabled  individual  described  in  subsection 

20  (a)(10)(A)(i)  may  have  and  obtain  medical  assistance 

21  under  the  plan. 

22  ''(2)  For  purposes  of  subsection  (a)(10),  the  term  'HIV- 

23  related  services'  means  each  of  the  following  services — 

24  *'(A)  prescribed  drugs, 
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1  "(B)  physicians'  services  and  services  described  in 

2  section  1905(a)(2), 

3  '*(C)  laboratory  and  X-ray  services, 

4  ''(D)  clinic  services,  and 

5  **(E)  case  management  services  (as  defined  in  sec- 

6  tion  1915(g)(2)), 

7  relating  to  treatment  of  infection  with  the  HIY  virus  or  treat- 

8  ment  for  (or  prevention  of)  opportunistic  diseases  relating  to 

9  AIDS. 

10  "(3)  In  this  subsection: 

11  ''(A)  The  term  'AIDS'  means  acquired  immune 

12  deficiency  syndrome. 

13  "(B)  The  term  'HIV  virus'  means  the  etiologic 

14  agent  for  AIDS.". 

15  (c)  Limitation  on  Benefits. — Section  1902(a)(10)  of 

16  such  Act  is  amended,  in  the  matter  following  subpara- 

17  graph  (E)— 

18  (1)  by  striking  "and"  before  "(X)",  and 

19  (2)  by  inserting  before  the  semicolon  at  the  end 

20  the  following:  ",  and  (XI)  the  medical  assistance  made 

21  available  to  an  individual  described  in  subsection  (s)(l) 

22  who  is  eligible  for  medical  assistance  only  because  of 

23  subparagraph  (A)(ii)(XI)  shall  be  limited  to  medical  as-. 

24  sistance  for  HTV-related  services  (described  in  subsec- 

25  tion  (s)(2))". 
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1  (d)  Conforming  Expansion  of  Case  Management 

2  Services  Option. — Section  1915(g)(1)  of  such  Act  (42 

3  U.S.C.  1396n(g)(l))  is  amended  by  inserting  "or  to  individ- 

4  uals  described  in  section  1902(s)(l)(A)"  after  "or  with 

5  either,". 


6  (e)  Conforming  Amendment. — Section  1905(a)  of 

7  such  Act  (42  U.S.C.  1396d(a))  is  amended— 

8  (1)  by  striking  "or"  at  the  end  of  clause  (viii), 

9  (2)  by  adding  "or"  at  the  end  of  clause  (ix),  and 

10  (3)  by  inserting  after  clause  (ix)  the  following  new 

11  clause: 

12  "(x)  individuals  described  in  section  1902(s)(l),". 

13  (f)  Effective  Date. — The  amendments  made  by  this 

14  section  shall  apply  to  medical  assistance  furnished  on  or  after 

15  January  1,  1991. 

16  SEC.  202.  PROVIDING  FEDERAL  MEDICAL  ASSISTANCE  FOR 

17  PAYMENTS  FOR  PREMIUMS  FOR  "COBRA"  CON- 

18  TINUATION    coverage    for  HIV-POSITIVE 

19  INDIVIDUALS. 

20  (a)  Optional  Payment  of  COBRA  Premiums  for 

21  Qualified  COBRA  Continuation  Beneficiaries. — 

22  Section  1902  of  the  Social  Security  Act  (42  U.S.C.  1396a)  is 

23  amended — 

24  (1)  in  subsection  (a)(10) — 
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1  (A)  by  striking  "and"  at  the  end  of  subpara- 

2  graph  (D), 

3  (B)  by  adding  "and"  at  the  end  of  subpara- 

4  graph  (E), 

5  (C)  by  inserting  after  subparagraph  (E)  the 

6  following  new  subparagraph: 

7  "(F)  at  the  option  of  a  State,  for  making 

8  medical  assistance  available  for  COBRA  premi- 

9  ums  (as  defined  in  subsection  (t)(2))  for  qualified 

10  COBRA  continuation  beneficiaries  described  in 

11  section  1902(t)(l);",  and 

12  (D)  in  the  matter  following  subparagraph  (E), 

13  as  amended  by  section  201(c)  of  this  Act,  by 

14  striking  "and"  before  "(XI)"  and  by  inserting 

15  before  the  semicolon  at  the  end  the  following:  ", 

16  and  (XII)  the  medical  assistance  made  available 

17  to  an  individual  described  in  subsection  (t)(l)  who 

18  is  ehgible  for  medical  assistance  only  because  of 

19  subparagraph  (F)  shall  be  limited  to  medical  as- 

20  sistance  for  COBRA  continuation  premiums  (as 

21  defined  in  subsection  (t)(2))";  and 

22  (2)  by  adding  after  subsection  (s),  as  added  by  sec- 

23  tion  201(b),  the  following  new  subsection: 

24  "(t)(l)  Individuals  described  in  this  paragraph  are 


25  individuals — 
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1  "(A)  who  have  tested  positively  to  be  infected 

2  with  the  KEY  vims  {as  defined  in  subsection  (s)(3)CB)); 

3  ''(B)  who  are  entitled  to  elect  COBEA  continu- 

4  ation  coverage  (as  defined  in  paragraph  (3)); 

5  "(C)  whose  income  does  not  exceed  the  greater 

6  of— 

7  "(i)  (as  determined  under  section  1612  for 

8  purposes  of  the  supplemental  security  income  pro- 

9  gram)  100  percent  of  the  official  poverty  line  (as 

10  defined  by  the  Office  of  Management  and  Budget, 

11  and  re^dsed  annually  in  accordance  with  section 

12  673(2)  of  the  Omnibus  Budget  Eeconciliation  Act 

13  of  1981)  applicable  to  a  family  of  the  size  m- 

14  volved,  and  -•  >  . 

15  ''(ii)  (as  determined  under  the  State  plan 

16  under  this  title  with  respect  to  disabled  mdivid- 

17  uals)  the  maximum  amount  of  income  a  disabled 

18  mdividual  described  in  subsection  (a)(10)(A)(i)  may 

19  have  and  obtain  medical  assistance  under  the 

20  plan;  and 

21  ''(D)  whose  resources  (as  determined  under  sec- 

22  tion  1613  for  purposes  of  the  supplemental  security 

23  income  program)  do  not  exceed  twice  the  maxunum 

24  amount  of  resources  that  an  individual  may  have  and 

25  obtain  benefits  under  that  program. 
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1  "(2)  For  purposes  of  subsection  (a)(10)(F),  the  term 

2  *COBRA  premiums'  means  the  applicable  premium  imposed 

3  with  respect  to  COBRA  continuation  coverage. 

4  "(3)  In  this  subsection,  the  term  'COBKA  continuation 

5  coverage'  means  coverage  under  a  group  health  plan  provid- 

6  ed  pursuant  to  title  XXII  of  the  Public  Health  Service  Act, 

7  section  4980B  of  the  Internal  Revenue  Code  of  1986,  or  title 

8  VI  of  the  Employee  Retirement  Income  Security  Act  of 

9  1974. 

10  "(4)  Notwithstanding  subsection  (a)(17),  for  individuals 

11  described  in  paragraph  (1)  who  are  covered  under  the  State 

12  plan  by  virtue  of  subsection  (a)(10)(A)(ii)(XI) — 

13  "(A)  the  income  standard  to  be  applied  is  the 

14  income  standard  described  in  paragraph  (1)(C),  and 

15  "(B)      except      as      provided      in  section 

16  1612(b)(4)(B)(ii),  costs  incurred  for  medical  care  or  for 

17  any  other  type  of  remedial  care  shall  not  be  taken  into 

18  account  in  determining  income. 

19  Any  different  treatment  provided  under  this  paragraph  for 

20  such  individuals  shall  not,  because  of  subsection  (a)(17),  re- 

21  quire  or  permit  such  treatment  for  other  individuals.". 

22  (b)  Conforming  Amendment. — Clause  (x)  of  section 

23  1905(a)  of  such  Act  (42  U.S.C.  1396d(a)),  as  inserted  by  sec- 

24  tion  201(d)  of  this  Act,  is  amended  by  inserting  "or  section 

25  1902(t)(l)"  after  "1902(a)(1)". 
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1  (c)  Effective  Date. — The  amendments  made  by  this 

2  section  shall  apply  to  medical  assistance  furnished  on  or  after 

3  January  1,  1991. 

4  TITLE    III— EMERGENCY  RELIEF 

5  FOR   AREAS   WITH  SUBSTAN- 

6  TIAL  NEED  FOR  SERVICES 

7  SEC.  301.  ESTABLISHMENT  OF  PROGRAM  OF  GRANTS. 

8  Title  XXVI  of  the  Public  Health  Service  Act,  as  added 

9  by  section  101(3)  of  this  Act,  is  amended  by  adding  at  the 

10  end  the  following  new  part: 

11  "Part  B — Emergency  Relief  for  Areas  With 

12  Substantial  Need  for  Services 

13  "SEC.  2621.  ESTABLISHMENT  OF  PROGRAM  OF  GRANTS. 

14  "The  Secretary  shall  award  emergency  relief  grants  for 

15  any  metropolitan  statistical  area  (as  specified  by  the  Secre- 

16  tary)  that,  as  of  March  31  of  the  fiscal  year  preceding  the 

17  fiscal  year  for  which  such  a  grant  is  sought  for  the  area,  has 

18  reported  more  than  2,000  cases  of  acquired  immune  deficien- 

19  cy  syndrome  to  the  Centers  for  Disease  Control,  and  that 

20  otherwise  meets  the  requirements  of  this  part.  (Such  a  metro- 

21  pohtan  statistical  area  is  hereafter  in  this  part  referred  to  as 

22  an  'eligible  area'.) 

23  "SEC.  2622.  ADMINISTRATION  AND  PLANNING  COUNCIL. 

24  ''(a)  Administration. — 
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1  "(1)  In  general. — Assistance  made  available 

2  under  grants  awarded  under  this  part  shall  be  directed 

3  to  the  chief  elected  official  of  the  city  or  urban  county 

4  that  administers  the  public  health  agency  serving  the 

5  greatest    proportion    of    individuals    with  acquired 

6  immune  deficiency  S3nidrome,  as  reported  to  the  Cen- 

7  ters  for  Disease  Control,  in  the  eligible  area  for  which 

8  such  a  grant  is  awarded. 

9  "(2)  Requieements. — 

10  *'(A)  In  general. — To  receive  assistance 

11  under  paragraph  (1),  the  administering  local  politi- 

12  cal  subdivision  shall,   subject  to  subparagraph 

13  (B)— 

14  "(i)  establish,  through  intergovemmen- 

15  tal  agreement  with  the  chief  elected  officials 

16  of  all  local  political  subdivisions  that  have  in 

17  excess  of  10  percent  of  all  individuals  with 

18  acquired  immune  deficiency  S3nidrome,  as  re- 

19  ported  to  the  Centers  for  Disease  Control,  in 

20  such  subdivision  within  the  eligible  area,  an 

21  administrative  mechanism  to  allocate  funds 

22  and  services  based  on  the  proportion  of  cases 

23  of  such  syndrome  and  severity  of  need  of. 

24  such  subdivisions;  and 
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1  "(ii)  establish  a  council  in  accordance 

2  with  subsection  (b). 

3  "(B)  Peioeities. — Allocation  of  funds  and 

4  services  under  subparagraph  (A)  for  an  eligible 

5  area  shall  be  made  in  accordance  with  the  prior- 

6  ities  established,  pursuant  to  paragraph  (2)(B)  of 

7  subsection  (b),  by  the  council  that  serves  the  ehgi- 

8  ble  area  pursuant  to  such  subsection. 

9  ''(b)  HIY  Health  Seevices  Planning  Council. — 

10  "(1)  In  Geneeal. — To  be  eligible  for  assistance 

11  under  this  part,  the  chief  elected  official  described  in 

12  subsection  (a)(1)  shall  agree  to  provide  for  an  HlV 

13  health  services  planning  council  not  later  than  30  days 

14  after  the  date  on  which  such  assistance  is  first  received 

15  by  the  official.  Such  a  council  shall  include  representa- 

16  tives  of — 

17  ''(A)  health  care  service  providers; 

18  ''(B)  community-based  service  organizations; 

19  "(C)  social  service  providers; 

20  "(D)  mental  health  providers; 

21  "(E)  local  public  health  agencies; 

22  "(T)  hospital  or  health  care  planning  agen- 

23  cies; 

24  "(G)  affected  commimities;  and 

25  "(H)  community  leaders. 
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1  "(2)  Duties. — The  planning  council  provided  for 

2  under  paragraph  (1)  shall — 

3  "(A)  develop  a  comprehensive  plan  for  the 

4  delivery  and  organization  of  HTV  services  pursu- 

5  ant  to  section  2621; 

6  "(B)  estabUsh  priorities  for  the  allocation  of 

7  funds  within  the  eligible  area;  and 

8  "(C)  assess  the  efficiency  of  the  administra- 

9  tive  mechanism  in  rapidly  allocating  funds  to  the 

10  areas  of  greatest  need  within  the  eligible  area. 

11  "(2)  Method  of  providing  fob  council. — 

12  "(A)  In  general. — In  providing  for  a  coun- 

13  cil  for  purposes  of  paragraph  (1),  a  chief  elected 

14  official  receiving  a  grant  under  section  2621  may 

15  establish  the  council  directly  or  designate  an  ex- 

16  isting  entity  to  serve  as  the  council. 

17  "(B)  Consideration  regarding  designa- 

18  TION  OF  COUNCIL. — In  making  a  determination  of 

19  whether  to  establish  or  designate  a  council  under 

20  subparagraph  (A),  a  chief  elected  official  receiving 

21  a  grant  under  section  2621  shall  consider  whether 

22  the  purpose  of  the  council  can  most  effectively  be 

23  carried  out  by  designating  as  the  council  an  exist- 

24  ing  entity  that  has  demonstrated  experience  in  as- 

25  sessing  and  planning,  within  the  eligible  area, 
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1  health   care   service   needs   regarding  acquired 

2  immune  deficiency  syndrome. 

3  "(C)  Peioeity  in  designations. — If  a 

4  chief  elected  official  receiving  a  grant  under  sec- 

5  tion  2621  makes  a  determination  that,  in  provid- 

6  ing  for  a  council  under  paragraph  (1),  an  existing 

7  entity  should  be  designated  to  serve  as  the  coun- 

8  cil,  the  chief  elected  official  shall  give  priority  to 

9  designating  an  entity  described  in  subparagraph 

10  (B). 

1 1  "SEC.  2623.  TYPE  AND  DISTRIBUTION  OF  GRANTS. 

12  "(a)  Geants  Based  on  Relative  Need  of  Abe  a. — 

13  "(1)  In  geneeal. — In  carrying  out  section  2621, 

14  the  Secretary,  acting  through  the  Administrator  of  the 

15  Health  Eesources  and  Services  Administration,  shall 

16  make  a  grant  for  each  eligible  area  under  section  2621 

17  for  which  an  application  under  section  2625  for  such  a 

18  grant  has  been  approved.  Each  such  grant  shall  be 

19  made  in  an  amount  determined  in  accordance  with 

20  paragraph  (3). 

21  "(2)  Expendituees  of  appeopeiations. — Of 

22  the  amounts  appropriated  under  section  2626  for  a 

23  fiscal  year,  the  Secretary  shall  reserve  50  percent  for 

24  making  grants  under  paragraph  (1).  Not  later  than  90 

25  days  after  the  date  on  which  appropriations  under  such 
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1  section  are  made  for  a  fiscal  year,  the  Secretary  shall 

2  obligate  all  of  the  amounts  so  reserved. 

3  ''(3)  Amount  of  geant. — 

4  "(A)  Subject  to  the  extent  of  amounts  made 

5  available  in  appropriations  Acts,  a  grant  under 

6  paragraph  (1)  shall  be  made  in  an  amount  equal 

7  to  the  amount  that  bears  the  same  ratio  to  the 

8  amount  reserved  under  paragraph  (2)  as  the 

9  amount  determined  under  subparagraph  (B)  bears 

10  to  100. 

11  "(B)  The  amount  determined  under  this  sub- 

12  paragraph  is  the  quotient  of — 

13  **(i)  an  amount  equal  to  the  sum  of — 

14  '*(!)  the  relative  cases  per  area 

15  factor  for  such  area  as  multiplied  by 

16  three;  and 

17  ''(n)  the  relative  cases  per  area 

18  factor  for  such  area  as  multiplied  by  the 

19  relative  per  capita  factor  for  such  area; 

20  divided  by 

21  "(ii)  four. 

22  "(4)  Relative  cases  pee  aeea  factoe. — As 

23  used  in  paragraph  (3),  the  term  'relative  cases  per  area 

24  factor'  means  the  ratio  of  the  number  of  individuals 

25  with  acquired  immune  deficiency  syndrome  in  an  eligi- 
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1  ble  area  for  which  an  application  has  been  submitted 

2  pursuant  to  section  2625,  as  reported  to  the  Centers 

3  for  Disease  Control,  to  the  number  of  such  individuals 

4  in  all  such  eligible  areas. 

5  "(5)  Relative  pee  capita  factoe. — As  used 

6  in  paragraph  (3),  the  term  'relative  per  capita  factor' 

7  means  the  ratio  of  the  per  capita  incidence  of  indi\dd- 

8  uals  with  acquired  immune  deficiency  syndrome  in  an 

9  eligible  area  for  which  an  application  has  been  submit- 

10  ted  pursuant  to  section  2625,  as  reported  to  the  Cen- 

11  ters  for  Disease  Control,  to  the  per  capita  incidence  of 

12  such  individuals  in  all  such  eHgible  areas. 

13  "(6)  Adjustments. — The  Secretary  shall  make 

14  such  proportionate  adjustments  in  amounts  allocated 

15  for  grants  to  eligible  areas  as  shall  be  necessary  to 

16  ensure  that  the  total  amount  of  such  grants  is  neither 

17  more  or  less  than  the  the  amount  available  for  grants 

18  under  this  subsection. 

19  "Oo)  Supplemental  Geants. — 

20  *'(1)  In  geneeal. — Not  later  than  150  days  after 

21  the  date  on  which  appropriations  are  made  under  sec- 

22  tion  2626  for  a  fiscal  year,  the  Secretary  shall  obligate 

23  the  remainder  of  the  amounts  appropriated  under  such 

24  section  for  the  fiscal  year,  to  make  grants  under  sec- 
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1  tion  2621  to  eligible  areas  that  submit  an  application 

2  to  the  Secretary  that — 

3  "(A)  contains  a  report  concerning  the  dis- 

4  semination  of  emergency  relief  funds  under  sub- 

5  section  (a)  and  the  plan  for  utilization  of  such 

6  funds; 

7  "(B)  demonstrates  the  severe  need  in  such 

8  area  for   supplemental   financial   assistance  to 

9  combat  the  HIV  epidemic; 

10  "(C)  demonstrates  the  commitment  of  the 

11  local  resources  of  the  area,  both  financial  and  in- 

12  kind,  to  combatting  the  HIV  epidemic; 

13  "(D)  demonstrates  the  ability  of  the  area  to 

14  utilize  such  supplemental  financial  resources  in  a 

15  way  that  is  immediately  responsive  and  cost  effec- 

16  tive;  and 

17  "(E)  demonstrates  that  resources  will  be  al- 

18  located  in  accordance  with  the  local  demographic 

19  incidence  of  AIDS  including  funds  for  services  for 

20  infants,  children,  women,  and  famiHes  with  HIV 

21  disease. 

22  "(2)  Amount  of  geant. — The  amount  of  each 

23  grant  made  by  the  Secretary  under  paragraph  (1)  shall 

24  be  determined  by  the  Secretary  based  on  the  applica- 

25  tion  submitted  by  the  eligible  area. 


•HR  4470  IH 


201 


37 

1  "SEC.  2624.  USE  OF  AMOUNTS. 

2  *'(a)  In  Gtenekal. — A  health  care  provider  that  re- 

3  ceives  assistance  under  paragraph  (1)  shall  use  such  amounts 

4  to— 

5  **(A)  enhance  the  quaUty  of  outpatient  and 

6  ambulatory  care  services  provided  to  low-income 

7  individuals  and  famihes  with  HIV  disease; 

8  "(B)  deliver  outpatient  and  ambulatory  care 

9  services  including  case  management  to  such  indi- 

10  viduals    and   families,    including  comprehensive 

11  treatment  and  support  services; 

12  "(C)  prevent  unnecessary  in-patient  hospitah- 

13  zation;  and 

14  "(D)  expedite  the  provision  of  services  to  in- 

15  dividuals  in  the  most  medically  appropriate  level 

16  of  service. 

17  "(b)  Eligible  Peoviders. — Amounts  received  under 


18  a  grant  awarded  under  this  part  may  be  used  by  the  grantee 

19  to  provide  direct  financial  assistance  to  any  public  or  nonprof- 

20  it  private  clinic,  sub-acute  care  facihty,  community  health 

21  center,  or  ambulatory  care  facility,  that  demonstrates  that 

22  such  health  care  provider — 

23  "(A)  is  providing  care  or  services  to  a  dispro- 

24  portionate  share  of  low-income  individuals  and 

25  families  with  HIV  disease;  and 
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■  1  "(B)  is  expending  resources,  in  the  provision 

2  of  services  to  such  low-income  individuals  and 

3  families  which  exceed  reimbursement. 

4  *'(c)  Peiority. — In  allocating  assistance  received  under 

5  a  grant  awarded  under  section  2621,  the  grantee  shall  give 

6  priority  to  health  care  providers  eligible  under  subsection  (b) 

7  that— 

8  ''(A)  have  established,  and  agree  to  imple- 

9  ment,  a  plan  to  evaluate  the  utilization  of  services 

10  provided  in  the  care  of  individuals  and  families 

11  with  HTV  disease;  and 

12  "(B)  have  established  a  system  designed  to 

13  ensure  that  such  individuals  and  families  are  re- 

14  ferred  to  the  most  medically  appropriate  level  of 

15  care  as  soon  as  such  referral  is  medically  in- 

16  dicated. 

17  "(d)  Administration  and  Planning. — Not  to  exceed 


18  5  percent  of  amounts  received  under  a  grant  awarded  under 

19  this  part  may  be  utilized  to  carry  out  the  administrative  and 

20  planning  activities  described  under  section  2622. 

21  "SEC.  2625.  APPLICATION. 

22  "(a)  In  General.— To  be  eligible  to  receive  a  grant 

23  under  this  part,  an  eligible  area  shall  prepare  and  submit,  to 

24  the  Secretary,  an  application  in  such  form,  and  containing 
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1  such  information  as  the  Secretary  shall  require,  including  as- 

2  siu-ances  adequate  to  ensure — 

3  ''(I)  that  funds  received  under  a  grant  awarded 

4  under  this  part  will  be  used  to  supplement  not  supplant 

5  State  and  local  funds  currently  utilized  to  provide 

6  health  and  support  services  to  individuals  with  HIV 

7  disease;  and 

8  "(2)  that  agencies  and  institutions  within  the  eligi- 

9  ble  area  that  will  receive  funds  under  a  grant  provided 

10  under  this  part  shall  be  participants  in  an  estabhshed 

11  mV  community-based  continuum  of  care.  - 

12  "(b)  Date  Ceetain  foe  Submission. — To  be  eligible 

13  to  receive  a  grant  under  this  part  for  a  fiscal  year,  an  appHca- 

14  tion  under  subsection  (a)  shall  be  submitted  not  later  than  45 

15  days  after  the  date  on  which  appropriations  are  made  under 

16  section  2626  for  the  fiscal  year. 

17  ''(c)  Additional  Application. — An  ehgible  area  that 

18  desires  to  receive  a  grant  under  section  2623(b)  shall  prepare 

19  and  submit,  to  the  Secretary,  an  additional  appHcation  at 

20  such  time,  in  such  form,  and  contaming  such  information  as 

21  the  Secretary  shall  require,  includmg  the  information  re- 

22  quired  under  such  subsection. 

23  "SEC.  2626.  AUTHORIZATION  OF  APPROPRIATIONS. 

24  "There  are  authorized  to  be  appropriated  to  make 

25  grants  under  this  part,  $300,000,000  in  each  of  the  fiscal 
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1  years  1991  and  1992,  and  such  sums  as  may  be  necessary  in 

2  each  of  the  fiscal  years  1993  through  1995.". 

3  TITLE  IV— EMERGENCY 

4  RESPONSE  EMPLOYEES 

5  SEC.  401.  ESTABLISHMENT  OF  PROGRAM. 

6  Title  XXVI  of  the  PubHc  Health  Service  Act,  as 

7  amended  by  section  301  of  this  Act,  is  amended  by  adding  at 

8  the  end  the  following  new  part: 

9  'Tart  C — Emergency  Response  Employees 

10  ''Subpart  I — Guidelines  and  Model  Curriculum 

1 1  "SEC.  2631.  GRANTS  FOR  IMPLEMENTATION. 

12  "(a)  In  General. — With  respect  to  the  recommenda- 

13  tions  contained  in  the  guidelines  and  the  model  curriculum 

14  developed  under  section  253  of  Public  Law  100-607,  the 

15  Secretary  shall  make  grants  to  States  and  poHtical  subdivi- 

16  sions  of  States  for  the  purpose  of  assisting  grantees  with  re- 

17  spect  to  the  initial  implementation  of  such  portions  of  the 

18  recommendations  as  are  applicable  to  emergency  respones 

19  employees. 

20  "(b)  Requirement  of  Application. — The  Secretary 

21  may  not  make  a  grant  under  subsection  (a)  unless — 

22  "(1)  an  appHcation  for  the  grant  is  submitted  to 

23  the  Secretary; 

24  "(2)  with  respect  to  carrying  out  the  purpose  for 

25  which  the  grant  is  to  be  made,  the  application  provides 
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1  assurances  of  compliance  satisfactory  to  the  Secretary; 

2  and  ' 

3  "(3)  the  appHcation  otherwise  is  in  such  form,  is 

4  made  in  such  manner,  and  contains  such  agreements, 

5  assurances,  and  information  as  the  Secretary  deter- 

6  mines  to  be  necessary  to  carry  out  this  section. 

7  "(c)  Authorization  of  Appeopeiations. — For  the 


8  purpose  of  carrying  out  this  section,  there  is  authorized  to  be 

9  appropriated  $5,000,000  for  each  of  the  fiscal  years  1991 

10  through  1995. 

11  "Subpart  11 — Notifications  of  Possible  Exposure  Regarding 


12  Acquired  Inmiune  Deficiency  Syndrome  and  Other  In- 

13  fectious  Diseases 

14  "SEC.  2641.  ESTABLISHMENT  OF  REQUIREMENT  OF  NOTIFICA- 

15  TIONS  WITH  RESPECT  TO  VICTIMS  ASSISTED. 

16  "(a)  Routine  Notification  of  Designated  Offi- 

17  CEE. — 

18  "(1)  If  a  victim  of  an  emergency  is  transported  by 

19  emergency  response  employees  to  a  medical  facility 

20  and  the  medical  facility  makes  a  determination  that  the 

21  victim  has  an  infectious  disease,  the  medical  facility 

22  shall,  with  respect  to  the  determination,  notify  the  des- 

23  ignated  officer  of  the  emergency  response  employees 

24  who  transported  the  victim  to  the  medical  facility. 
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1  "(2)  If  a  victim  of  an  emergency  is  transported  by 

2  emergency  response  employees  to  a  medical  facility 

3  and  the  victim  dies  at  or  before  reaching  the  medical 

4  facility,  the  medical  facility  ascertaining  the  cause  of 

5  the  death  of  the  victim  shall,  with  respect  to  the  desig- 

6  nated  officer  of  the  emergency  response  employees  who 

7  transported  the  victim  to  the  initial  medical  facility, 

8  notify  the  designated  officer  of  any  determination  by 

9  the  medical  facility  that  the  victim  had  an  infectious 

10  disease. 

11  "(3)  With  respect  to  a  determination  described  in 

12  paragraph  (1)  or  (2),  the  notification  required  in  each  of 

13  such  paragraphs  shall  be  made  not  later  than  48  hours 

14  after  the  determination  is  made. 

15  "(b)  Notification  Upon  Eequest  of  Designated 

16  Officer. — 

17  **(1)  If  a  victim  of  an  emergency  is  transported  by 

18  emergency  response  employees  to  a  medical  facility, 

19  the  medical  facility  shall,  upon  the  request  of  the  desig- 

20  nated  officer  of  any  emergency  response  employees 

21  who  attended,  assisted,  or  transported  the  victim, 

22  notify  the  designated  officer  of  any  determination  by 

23  the  medical  facility  that  the  victim  has  an  infectious 

24  disease. 
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1  "(2)  If  a  victim  of  an  emergency  is  transported  by 

2  emergency  response  employees  to  a  medical  facility 

3  and  the  victim  dies  at  or  before  reaching  the  medical 

4  facility,  the  medical  facility  ascertaining  the  cause  of 

5  the  death  of  the  victim  shall,  upon  the  request  of  the 

6  designated  officer  of  any  emergency  response  employ- 

7  ees  who  attended,  assisted,  or  transported  the  victim, 

8  notify  the  designated  officer  of  any  determination  by 

9  the  medical  facility  that  the  victim  had  an  infectious 

10  disease. 

11  "(3)(A)  A  medical  facility  shall  make  a  notification 

12  required  in  paragraph  (1)  or  (2)  not  later  than  48  hours 

13  after  receipt  of  a  request  pursuant  to  the  paragraph  in- 

14  volved  if,  prior  to  the  request,  a  determination  de- 

15  scribed  in  such  paragraph  has  been  made  by  the  medi- 

16  cal  facility. 

17  "(B)  A  medical  facility  shall  make  a  notification 

18  required  in  paragraph  (1)  or  (2)  not  later  than  48  hours 

19  after  making  a  determination  described  in  the  para- 

20  graph  involved  if,  after  receipt  of  a  request  pursuant  to 

21  such  paragraph,  the  determination  is  made. 

22  **(c)  Peoceduees  foe  Notification  of  Designat- 

23  ED  Officee. — 

24  "(1)  In  making  a  notification  required  under  sub- 

25  section  (a)  or  (b),  a  medical  facility  shall  provide  the 
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1  date  on  which  the  victim  of  the  emergency  involved 

2  was  transported  by  emergency  response  employees  to  a 

3  medical  facility  and,  upon  request,  the  location  at 

4  which  such  emergency  occurred  (including,  to  the 

5  extent  practicable,  the  address  of  the  location). 

6  "(2)  If  a  notification  under  subsection  (a)  or  (b)  is 

7  mailed  or  otherwise  indirectly  made — 

8  "(A)  the  medical  facility  sending  the  notifica- 

9  tion  shall,  upon  sending  the  notification,  inform 

10  the  designated  officer  to  whom  the  notification  is 

11  sent  of  the  fact  that  the  notification  has  been  sent; 

12  and 

13  "(B)  such  designated  officer  shall,  not  later 

14  than  10  days  after  being  informed  by  the  medical 

15  facility  that  the  notification  has  been  sent,  inform 

16  such  medical  facility  whether  the  designated  offi- 

17  cer  has  received  the  notification. 

18  **(d)  Designation  of  Individuals  to  Eequest  and 

19  Receive  Notifications  From  Medical  Facilities. — 

20  "(1)  The  public  health  officer  of  each  State  shall, 

21  for  the  purpose  of  requesting  and  receiving  notifications 

22  under  subsections  (a)  and  (b),  and  for  the  purpose  of 

23  carrying  out  subsection  (e),  designate  1  official  or  offi- 

24  cer  of  each  employer  of  emergency  response  employees 

25  in  the  State. 
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1  ''(2)  In  making  the  designations  required  in  para- 

2  graph  (1),  a  puWic  health  officer  shall  give  preference 

3  to  indi\^duals  who  are  trained  in  the  pro\"ision  of 

4  health  care  or  in  the  control  of  infectious  diseases. 

5  "(e)  Notifications  to  Employees. — 

6  "(1)  After  recei\dng  a  notification  under  subsec- 

7  tion  (a)  or  (h),  a  designated  officer  of  emergency  re- 

8  sponse  employees  shall,  to  the  extent  practicable,  im- 

9  mediately  notify  each  of  such  employees  who — 

10  "(A)  responded  to  the  emergency  involved; 

11  and  ~ 

12  "(B)  as  indicated  by  appropriate  criteria, 

13  may  have  been  exposed  to  an  infectious  disease. 

14  **(2)  A  designated  officer  of  emergency  response 

15  employees  shall,  upon  request  of  such  an  employee — 

16  ''(A)  determine  whether,  if  a  ^^ctim  of  an 

17  emergency  to  which  the  employee  responded  had 

18  an  infectious  disease,  the  employee  might  have 

19  been  exposed  to  the  disease;  and 

20  ''(B)  make  a  request  described  in  subsection 

21  (b)  if,  as  indicated  by  a  determination  made  pursu- 

22  ant  to  subparagraph  (A),  the  employee  might  have 

23  been  exposed  to  such  disease. 
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1  "(3)  A  notification  under  this  subsection  to  an 

2  emergency  response  employee  shall  inform  the  em- 

3  ployee  of — 

4  "(A)  the  fact  that  the  employee  may  have 

5  been  exposed  to  an  infectious  disease; 

6  "(B)  any  action  by  the  employee  that,  as  in- 

7  dicated  by  appropriate  criteria,  is  medically  appro- 

8  priate;  and 

9  "(C)  if  medically  appropriate  under  such  cri- 

10  teria,  the  location  of  the  emergency  involved  and 

11  the  date  and  time  of  such  emergency. 

12  "(f)  Limitation. — Subsections  (a)(1)  and  (b)(1)  shall 


13  not  apply  to  any  determination  described  in  such  subsections 

14  made  with  respect  to  a  victim  of  an  emergency  after  the  expi- 

15  ration  of  the  60-day  period  beginning  on  the  date  that  the 

16  victim  is  transported  by  emergency  response  employees  to  a 

17  medical  facility. 

18  "SEC.  2642.  RULES  OF  CONSTRUCTION. 

19  "(a)  Testing. — Section  2631  may  not,  with  respect  to 

20  victims  of  emergencies,  be  construed  to  authorize  or  require  a 

21  medical  facility  to  test  any  such  victim  for  any  infectious 

22  disease. 

23  "(b)  Confidentiality. — Section  2631  may  not  be 

24  construed  to  authorize  or  require  any  medical  facility,  any 

25  designated  officer  of  emergency  response  employees,  or  any 
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1  such  employee,  to  disclose  identifying  information  with  re- 

2  spect  to  a  victim  of  an  emergency. 

3  "SEC.  2643.  CIVIL  MONEY  PENALTY  AND  CIVIL  CAUSES  OF 


4  ACTION  FOR  VIOLATION  OF  PROHIBITION. 

5  ''(a)  Assessment  of  Civil  Money  Penalty. — 

6  Any  person  who  knowingly  or  neghgently 

7  violates  section  2641  shall  be  liable  to  the  United 

8  States  for  a  civil  penalty  in  an  amomit  not  to  exceed 

9  $10,000  for  each  such  violation. 

10  '*(2)  A  civil  penalty  under  paragraph  (1)  may  be 

11  assessed  by  the  Secretary  only  by  an  order  made  on 

12  the  record  after  opportunity  for  a  hearing  ui  accord- 

13  ance  with  section  554  of  title  5,  United  States  Code. 

14  The  Secretary  shall  provide  written  notice  to  the 

15  person  who  is  the  subject  of  the  proposed  order  inform- 

16  ing  the  person  of  the  opportunity  to  receive  such  a 

17  hearing  with  respect  to  the  proposed  order.  The  hear- 

18  ing  may  be  held  only  if  the  person  makes  a  request  for 

19  the  hearing  before  the  expiration  of  the  30-day  period 

20  beginning  on  the  date  such  notice  is  issued. 

21  **(3)  The  Secretary  may  compromise,  modify,  or 

22  remit,  with  or  without  conditions,  any  civil  penalty  as- 

23  sessed  pursuant  to  paragraph  (2). 

24  *'(4)  If  the  Secretary  issues  an  order  pursuant  to 

25  paragraph  (2)  after  a  hearing  described  in  such  para- 
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1  graph,  the  person  who  is  the  subject  of  the  order  may, 

2  before  the  expiration  of  the  30-day  period  beginning  on 

3  the  date  the  order  is  issued,  seek  judicial  review  of  the 

4  order  pursuant  to  section  1331  of  title  28,  United 

5  States  Code,  and  chapter  7  of  title  5,  United  States 

6  Code. 

7  **(5)  If  a  person  does  not  request  a  hearing  pursu- 

8  ant  to  paragraph  (2)  and  the  Secretary  issues  an  order 

9  pursuant  to  such  paragraph,  or  if  a  person  does  not 
"  iO' -  i  under  paragraph  (4)  seek  judicial  review  of  such  an 

11  order,  the  Secretary  may  commence  a  civil  action  in 

12  any  appropriate  district  court  of  the  United  States  for 

13  the  purpose  of  recovering  the  amount  assessed  and  an 

14  amount  representing  interest  at  a  rate  computed  in  ac- 

15  cordance  with  section  1961  of  title  28,  United  States 

16  Code.  Such  interest  shall  accrue  from  the  expiration  of 

17  the  30-day  period  described  in  paragraph  (4).  In  such 

18  an  action,  the  decision  of  the  Secretary  to  issue  the 
■    19  order,  and  the  amount  of  the  penalty  assessed  by  the 

20  Secretary,  shall  not  be  subject  to  review. 

21  **(6)  The  Secretary  may  not  under  this  subsection 

22  commence  proceeding  against  a  person  after  the  expi- 

23  ration  of  the  5-year  period  beginning  on  the  date  on 

24  which  the  person  allegedly  engaged  in  the  violation  of 

25  section  2641. 
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1  ''(b)  Injt"ncti\t:  Eelief. — The  Secretary  may,  in  any 

2  court  of  competent  jurisdiction,  commence  a  ci\Tl  action  for 

3  the  purpose  of  obtaining  temporary  or  permanent  injunctive 

4  relief  ^ith  respect  to  preventing  a  \iolation  of  section  2641. 

5  "(c)  Civil  Cause  of  Action  by  Aggeieved  Indi- 

6  TOUAL. — 

7  "(1)  Any  emergency  response  employee  who  is 

8  aggrieved  as  a  result  of  a  ^dolation  of  section  2641  by 

9  any  person  (other  than  a  ^iolation  of  subsection  (a)(3), 

10  (b)(3),  or  (c)(2)  of  such  section)  may,  in  any  court  of 

11  competent  jurisdiction,  commence  a  ci^-il  action  against 

12  such  person  to  obtain  appropriate  relief,  including 

13  actual  and  punitive  damages  and  a  reasonable  attor- 

14  ney's  fee  and  cost.  Such  damages  shall  be  not  less  than 

15  the  Hquidated  amount  of  $2,000. 

16  "(2)  An  uidi\'idual  described  m  paragraph  (1)  may 
IT  not   commence   proceedings   under   such  paragraph 

18  against  a  person  after  the  expiration  of  the  5-year 

19  period  beginning  on  the  date  on  which  the  person  al- 

20  legedly  engaged  in  the  violation  of  section  2641.". 
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1  TITLE  V— HEALTH  CARE 

2  SERVICES 

3  SEC.  SOL  GRANTS  FOR  DEMONSTRATION  PROJECTS  FOR  COM- 

4  PREHENSIVE  TREATMENT  SERVICES. 

5  (a)  In  General. — The  Secretary  of  Health  and 

6  Human  Services,  acting  through  the  Administrator  of  the 

7  Health  Resources  and  Services  Administration,  may  make 

8  grants  to  public  and  nonprofit  entities  for  the  purpose  of  pro- 

9  viding  for  demonstration  projects  to  provide  comprehensive 

10  treatment  services  for  individuals  infected  with  the  etiologic 

11  agent  for  acquired  immune  deficiency  syndrome. 

12  (b)  Authorization  of  Appropriations. — For  the 

13  purpose  of  carrying  out  subsection  (a),  there  are  authorized  to 

14  be  appropriated  $30,000,000  for  fiscal  year  1991,  and  such 

15  sums  as  may  be  necessary  for  each  of  the  fiscal  years  1992 

16  through  1995. 

17  SEC.  502.  GRANTS  TO  STATES  FOR  PROVISION  OF  DRUGS  FOR 

18  TREATMENT. 

19  (a)  In  General. — The  Secretary  of  Health  and 

20  Human  Services,  acting  through  the  Administrator  of  the 

21  Health  Resources  and  Services  Administration,  may  make 

22  grants  to  States  for  the  purpose  of  assisting  States — 

23  (1)  in  purchasing  drugs  approved  by  the  Commis- 

24  sioner  of  Food  and  Drugs  for  use  in  the  treatment  of 

25  cases  of  infection  with  the  etiologic  agent  for  acquired 
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1  immune  deficiency  syndrome  (including  treating  and 

2  preventing  conditions  arising  from  such  infection);  and 

3  (2)  in  distributing  such  drugs  as  medically  appro- 

4  priate  to  indigent  individuals  in  need  of  the  drugs  who 

5  have  no  other  means  by  which  to  acquire  the  drugs. 

6  (b)  Authorization  of  Appropriations. — For  the 


7  purpose  of  carrying  out  subsection  (a),  there  are  authorized  to 

8  be  appropriated  $30,000,000  for  fiscal  year  1991,  and  such 

9  sums  as  may  be  necessary  for  each  of  the  fiscal  years  1992 

10  through  1995. 

11  TITLE  VI— CERTAIN  DEFINITIONS 

12  SEC.  601.  DEFINITIONS  FOR  TITLE  XXVI  OF  PUBLIC  HEALTH 


13  SERVICE  ACT. 

14  Title  XXVI  of  the  Public  Health  Service  Act,  as 

15  amended  by  section  401  of  this  Act,  is  amended  by  adding  at 

16  the  end  the  following  new  part: 

17  'Tart  D — General  Provisions 

18  "SEC.  2651.  DEFINITIONS. 

19  'Tor  purposes  of  this  title: 

20  "(1)  The  term  'counseling  with  respect  to  ac- 

21  quired  inmiune  deficiency  syndrome'  means  such  coun- 

22  seling  provided  by  an  individual  trained  to  provide  such 

23  counseling. 

24  "(2)  The  term  'designated  officer  of  emergency  re- 

25  sponse  employees'  means  an  individual  designated 
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1  under  section  2641(d)  by  the  public  health  officer  of 

2  the  State  involved. 

3  "(3)  The  term  'emergency'  means  an  emergency 

4  involving  injury  or  illness. 

5  ''(4)  The  term  'emergency  response  employees' 

6  means  firefighters,  law  enforcement  officers,  paramed- 

7  ics,   and  other  individuals  (including  employees  of 

8  legally  organized  and  recognized  volunteer  organiza- 

9  tions,  without  regard  to  whether  such  employees  re- 

10  ceive  nominal  compensation)  who,  in  the  course  of  pro- 

11  fessional  duties,  respond  to  emergencies  in  the  geo- 

12  graphic  area  involved. 

13  "(5)  The  term  'employer  of  emergency  response 

14  employees'  means  an  organization  that,  in  the  course 

15  of  professional  duties,  responds  to  emergencies  in  the 

16  geographic  area  involved. 

17  "(6)  The  term  'exposed  to  the  etiologic  agent  for 

18  acquired  inmiime  deficiency  syndrome'  means  to  be  in 

19  circumstances  in  which  there  is  a  significant  risk  of  be- 

20  coming  infected  with  such  etiologic  agent. 

21  "(7)  The  term  'infection  with  the  etiologic  agent 

22  for  acquired  inmiune  deficiency  syndrome'  includes  any 

23  condition  arising  from  such  etiologic  agent. 

24  "(8)  The  term  'infectious  disease'  means  hepatitis 

25  B,   hepatitis   non-A/non-B,   pulmonary  tuberculosis. 
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1  meningoccal  meningtitis,  rubella,  infection  with  the 

2  etiologic  agent  for  acquired  immune  deficiency  syn- 

3  drome,  and  any  other  disease  designated,  in  accordance 

4  with  guidelines  issued  by  the  Secretary,  as  an  infec- 

5  tious  disease  for  purposes  of  part  D. 

6  ''(9)  The  term  'person'  includes  one  or  more  indi- 

7  viduals,  governments  (including  the  Federal  Govem- 

8  ment  and  the  governments  of  the  States),  govemmen- 

9  tal  agencies,  pohtical  subdivisions,  labor  unions,  part- 

10  nerships,  associations,  corporations,  legal  representa- 

11  tives,  mutual  companies,  joint-stock  companies,  trusts, 

12  unincorporated  organizations,  receivers,  trustees,  and 

13  trustees  in  cases  under  title  11,  United  States  Code. 

14  "(10)  The  term  'preventive  health  services'  means 

15  the  services  specified  m  section  2601(c)(2). 

16  "(11)  The  term  'State'  means  each  of  the  several 

17  States,  the  District  of  Columbia,  and  the  territories  of 

18  the  United  States. 

19  "(12)  The  term  'territories  of  the  United  States' 

20  means  each  of  the  Commonwealth  of  Puerto  Rico,  the 

21  Virgin  Islands,  Guam,  American  Samoa,  the  Common- 

22  wealth  of  the  Northern  Mariana  Islands,  the  Trust 

23  Territory  of  the  Pacific  Islands,  and  any  other  territory 

24  or  possession  of  the  United  States. 
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1  "(13)  The  term  'testing  for  infection  with  the  etio- 

2  logic  agent  for  acquired  immune  deficiency  syndrome' 

3  includes  any  diagnosis  of  such  infection  made  by  a 

4  health  care  provider  licensed  to  make  such  a  diagnosis 

5  under  the  law  of  the  State  in  which  the  diagnosis  is 

6  made.". 

7  TITLE  VII— GENERAL  PROVISIONS 

8  SEC.  701.  STUDY  REGARDING  ACQUIRED  IMMUNE  DEFICIENCY 

9  SYNDROME  IN  RURAL  AREAS. 

10  (a)  In  General. — The  Secretary  of  Health  and 

11  Human  Services,  after  consultation  with  the  Director  of  the 

12  Office  of  Eural  Health  PoHcy,  shall— 

'is  (1)  conduct  a  study  for  the  purpose  of  estimating 

14  the  incidence  and  prevalence  in  rural  areas  of  cases  of 

15  acquired  inunune  deficiency  syndrome  and  cases  of  in- 

16  fection  of  with  the  etiologic  agent  for  such  S3nidrome; 

17  and 

18  (2)  in  carrying  out  the  study,  determine  the  ade- 

19  quacy  in  rural  areas  of  services  for  diagnosing  such 

20  cases  and  providing  treatment  for  such  cases  that  are 

21  in  the  early  stages  of  infection. 

22  (b)  Report. — Not  later  than  1  year  after  the  date  of 

23  the  enactment  of  this  Act,  the  Secretary  of  Health  and 

24  Human  Services  shall  complete  the  study  required  in  subsec- 
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1  tion  (a)  and  submit  to  the  Congress  a  report  describing  the 

2  findings  made  as  a  result  of  the  study. 

3  SEC.  702.  TECHNICAL  AND  CONFORMING  AMENDMENTS. 

4  The  Public  Health  Service  Act  (42  U.S.C.  201  et  seq.) 

5  is  amended — 

6  (1)  in  406(a)(2),  by  striking  ''2101"  and  inserting 

7  "2701"; 

8  (2)  in  505(a)(2),  by  striking  ''2101"  and  inserting 

9  "2701"; 

10  (3)  in  section  465(f),  by  striking  "2601"  and  in- 

11  serting  "2701"; 

12  (4)  in  section  497,  by  striking  "2601"  and  insert- 

13  ing  "2701";  and 

14  (5)   in   section   926(b)   (as   added   by  section 

15  6103(c)(1)  of  Public  Law  101-239),  by  striking  "2611" 

16  and  mserting  "2711". 

17  SEC.  703.  EFFECTIVE  DATES. 

18  Part  C  of  title  XXVI  of  the  PubHc  Health  Service  Act 

19  (as  added  by  section  101  of  this  Act)  shall  take  effect  on  the 

20  expiration  of  the  60-day  period  beginning  on  the  date  of  the 

21  enactment  of  this  Act.  Such  title  shall  otherwise  take  effect 

22  October  1,  1990,  or  upon  the  date  of  the  enactment  of  this 

23  Act,  whichever  occurs  later. 
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Mr.  Waxman.  Before  calling  on  our  first  witness,  I  want  to  recog- 
nize my  colleague,  Mr.  Dannemeyer,  for  any  opening  statement.  | 

Mr.  Dannemeyer.  Thank  you,  Mr.  Chairman,  for  convening  this 
hearing  on  H.R.  4470,  which  would  create  several  new  categorical 
grant  programs  and  a  new  category  of  Medicaid  eligibility  to  pro- 
vide additional  Federal  aissistance  to  seropositive  persons  in  areas 
with  large  case  loads  of  HlV-affected  persons. 

This  hearing  comes  at  a  time  when  many  experts — and  I  use 
that  term  advisedly — are  telling  us  that  the  HIV  epidemic  has 
peaked,  that  we  can  all  breathe  a  sigh  of  relief  and  go  home.  My 
friends,  this  epidemic  is  not  over.  These  new  estimates  should  not 
make  us  complacent,  as  we  will  hear  from  today's  distinguished 
witnesses. 

In  my  opinion,  the  HIV  epidemic  remains  America's  No.  1  public 
health  problem.  Anyone  who  contemplates  the  significance  of  what 
Dr.  Gabor  Kelen,  of  the  Johns  Hopkins  University  School  of  Medi-^ 
cine,  has  found  in  his  ongoing  survey  of  HIV  seroprevalence  among  n 
emergency  room  patients  in  innercity  Baltimore  will  understand  j: 
why  we  remain  concerned.  jf 
He  has  found  that  the  overall  HIV  seropositivity  rate  among  the  I J 
predominantly  low-income  minority  patients  who  use  the  Johns  1 
Hopkins  Hospital's  emergency  room  has  increased  steadily  from  S  i? 
percent  in  1986  to  5.2  percent  in  1987,  to  6  percent  in  1988  and  7.£  r , 
percent  in  1989.  Most  of  the  infected  have  undiagnosed  asympto-  |  _ 
matic  HIV  infection,  which  means  that  they  are  unaware  of  theii 


infection  and  presumably  take  no  precautions  to  protect  their  loved 
ones  from  contracting  the  HIV  virus. 

I  refer  to  the  HIV  epidemic  as  a  public  health  problem,  rathei  j 
than  a  civil  rights  concern.  A  million  or  more  Americans  are  in- 
fected with  this  fatal  virus,  but  the  vast  majority — perhaps  as 
many  as  90  percent— do  not  know  that  they  are  infected.  Manj 
more  Americans  have  been  and  continue  to  be  intimate  witt 
asymptomatic  HIV-infected  persons  and  are  unaware  of  it. 

There  are  many  questions  we  should  be  asking  ourselves  with  re 
spect  to  the  HIV  epidemic.  How  many  of  the  90  percent  of  the  in; 
fected  who  are  unaware  of  their  situation  unwittingly  expose  their 
loved  ones  to  this  terrible  virus?  Conversely,  how  many  will  returr 
home  tonight  to  an  infected  spouse  or  partner  with  undiagnosed 
asjnnptomatic  HIV  infection  and  unknowingly  become  exposed  tc" 
this  virus?  ^ 

How  many  couples  will  decide  to  have  a  child,  not  knowing  thai 
the  future  mother  is  HIV  positive?  How  many  persons  would  take 
the  necessary  steps  to  prevent  transmission  of  HIV  to  their  lovec 
ones,  if  only  they  knew  that  such  a  risk  existed?  i 

While  education  remains  an  essential  component  of  any  contain 
ment  strategy,  education  alone  is  not  enough.  Traditional  public 
health  protection  must  be  introduced  into  the  strategy  in  order  t( 
alert  the  maximum  number  of  infected  persons — infected  of  thei^ 
risk. 

Early  detection  of  the  HIV  virus  continues  to  be  the  most  impor 
tant  tool  in  our  efforts  to  control  the  spread  of  the  epidemic.  EarlV 
diagnosis  enables  public  health  officials,  using  the  tool  of  confiden 
tial  reporting,  to  warn  unsuspecting  sexual  and  needle-sharing^ 
partners  that  they  have  been  exposed  to  a  fatal  virus. 
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It  allows  the  infected  individual  to  seek  treatment,  such  as  AZT, 
to  alleviate  the  symptoms  that  beset  the  infected  and  to  alert  these 
individuals  to  new  and  promising  treatments  as  they  become  avail- 
able. 

Early  diagnosis  allows  physicians  and  other  health  providers  to 
offer  the  infected  patient  the  best  care  and  counseling  at  the  earli- 
est possible  time.  Unfortunately,  this  commonsense  approach,  the 
cornerstones  of  which  are  reporting  positive  HIV  test  results  in 
confidence  to  public  health  authorities  and  the  implementation  of 
aggressive  partner  notification  programs,  has  been  ignored  by  the 
States  with  the  largest  HIV  case  load. 

In  fact,  fewer  than  10  States  have  adopted  a  public  health  ap- 
proach. Together,  they  have  accounted  for  a  minuscule  percentage 
of  the  AIDS  cases  reported  to  the  CDC,  less  than  5  percent  at  last 
count. 

Since  the  House  last  considered  AIDS  legislation,  which  was  in 
September  1988,  the  organized  medical  community  has  slowly  but 
steadily  adopted  a  public  health  approach  to  fight  the  epidemic. 
Today's  hearing  will  bear  witness  to  that  significant  and  ignored 
change  in  the  medical  community.  We  will  hear  from  a  panel  of 
witnesses  representing  the  State  medical  societies  of  Arkansas, 
New  York  and  Massachusetts. 

These  distinguished  physicians  will  tell  the  subcommittee  how 
important  it  is  that  we  adopt  a  public  health  response  to  the  epi- 
demic. In  addition,  they  will  comment  on  H.R.  4470  and  highlight 
the  concerns  they  have  with  certain  of  its  provisions.  I  urge  my  col- 
leagues to  listen  to  their  arguments. 

We  will  also  hear  from  the  Honorable  Joseph  Lisa,  the  chairman 
of  the  New  York  City  Council  Health  Committee.  Mr.  Lisa,  I  would 
like  to  point  out,  occupies  the  same  position  in  the  New  York  City 
Government  that  our  distinguished  colleague,  Mr.  Waxman,  occu- 
pies here  in  Washington.  As  chairman  of  the  committee,  with  juris- 
diction over  this  epidemic,  he  has  seen  firsthand  the  terrible  conse- 
quences AIDS  has  had  in  the  city  where  the  worst  AIDS  problem  of 
all.  New  York  City. 

Given  his  position  on  the  front  line,  it  is  significant  that  Mr.  Lisa 
supports  a  public  health  approach  to  control  this  epidemic.  I  urge 
my  colleagues  to  listen  to  his  message  and  to  appreciate  what  this 
man  has  seen. 

I  would  like  to  include  for  the  record  a  list  of  the  medical  and 
other  organizations  that  have  formally  endorsed  my  legislation, 
H.R.  3102,  the  Public  Health  Response  to  AIDS  Act  of  1989. 

The  response  to  my  bill  has  been  quite  gratifying.  H.R.  3102  has 
been  endorsed  by  seven  State  medical  societies  representing  tens  of 
thousands  of  concerned  physicians. 

These  societies  and  their  memberships  are  New  York,  Massachu- 
setts, New  Jersey,  Arkansas,  West  Virginia,  Maine  and  South 
Dakota.  In  addition,  several  national  medical  specialty  societies 
have  formally  endorsed  H.R.  3102,  including  orthopedic  surgeons, 
abdominal  surgeons,  urologists  and  medical  examiners. 

Finally,  I  would  like  to  submit  to  you  a  special  order  that  I  deliv- 
ered on  the  House  floor  on  March  20,  1990,  which  discusses  the  sig- 
nificance of  the  new  report  on  AIDS  adopted  by  the  American  Med- 
ical Association. 
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In  concluding,  Mr.  Chairman,  I  apologize  for  the  length  of  this 
statement,  but  there  has  been  a  lot  of  time  invested  in  this  effort 
on  both  parts  and  it  was  interesting  for  this  member  to  observe 
that  last  December,  in  Hawaii,  at  the  Convention  of  the  American 
Medical  Association,  a  major  change  took  place  with  respect  to  hoy, 
the  official  voice  of  organized  medicine  treats  the  AIDS  epidemic  ir 
America. 

When  the  American  Medical  Association,  under  the  leadership  oi 
one  of  our  witnesses  this  morning.  Dr.  Billy  Jones,  the  president 
elect  of  the  Arkansas  State  Medical  Society,  adopted  a  resolution 
which  sets  the  standard  that  every  State  in  America  should  adopi 
confidential  reporting  and  partner  notification  laws. 

That  is  a  major  change  in  the  medical  profession's  view  of  hov, 
this  country  should  be  treating  the  AIDS  epidemic  and  I  congratu 
late  the  leaders  of  the  American  Medical  Association  and  Dr.  Jones 
in  particular,  for  the  significant  step  that  was  taken. 

Thank  you. 

[The  material  referred  to  by  Mr.  Dannemeyer  follows:]  i' 
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ENDORSEMEWrS  FOR  H.R.  3102 


MEDICAL  SOCIETY  OF  THE  STATE  OF  NEW  YORK 
MASSACHUSETTS  MEDICAL  SOCIETY 
MEDICAL  SOCIETY  OF  NEW  JERSEY 
ARKM4SAS  MEDICAL  SOCIETY 
MAINE  MEDICAL  ASSOCIATION 
SOUTH  DAKOTA  STATE  MEDICAL  ASSOCIATION 
WEST  VIRGINIA  STATE  MEDICAL  ASSOCIATION 
NORTH  CAROLINA  NEUROSURGICAL  SOCIETY 
NEW  YORK  STATE  SOCIETY  OF  SURGEONS 
NEW  YORK  STATE  SOCIETY  OF  OBSTETRICIANS  AND  GYNECOLOGISTS 
NEW  YORK  STATE  SOCIETY  OF  ORTHOPAEDIC  SURGEONS 
STANISLAUS  COUNTY  MEDICAL  SOCIETY  (CA) 
IMPERIAL  COUNTY  MEDICAL  SOCIETY  (CA) 
iNlATIONAL  ASSOCIATION  OF  MEDICAL  EXAMINERS 
AMERICAN  ACADEMY  OF  ORTHOPAEDIC  SURGEONS 
AMERICAN  SOCIETY  OF  ABDOMINAL  SURGEONS 
Ar4ERICAN  UROLOGICAL  ASSOCIATION 
INDEPENDENT  DOCTORS  OF  AMERICA  ^ 
ASSOCIATION  OF  AMERICAN  PHYSICIANS  AND  SURGEONS  ^ 
AMERICANS  FOR  A  SOUND  AIDS  POLICY 
AMERICAN  FAMILY  ASSOCIATION 
AMERICAN  FEDERATION  OF  SMALL  BUSINESS 
CONCERNED  WOMEN  FOR  AMERICA 
CONGRESS  OF  RACIAL  EQUALITY 
EDWARD  R.  ANNIS,  M.D.,  PAST-PRESIDENT,  AMERICAN  MEDICAL  ASSOCIATION 
ROBERT  R.  REDFIELD,  JR.,  M.D. ,  CHIF^  OF  RETROVIRAL  RESEARCH,  U.S.  ARMY 
MARVIN  A.  SINGLETON,  M.D.,  PRESIDENT,  MISSOURI  STATE  MEDICAL  ASSOCIATION 
FRANK  A.  ROGERS,  M.D. ,  PRESIDENT,  INDEPENDENT  DOCTORS  OF  AMERICA 
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America  PROCEEDINGS  AND  DEBATES  OF  THE  i  Ui      CONGRESS,  SECOND  SESSION 

Vol.  156  WASHINGTON,  TUESDAY,  MARCH  20,  1990  No.  30 

House  of  Representatives 


AMERICAN  MEDICAL  ASSOCIA- 
TION ADOPTS  A  PX7BUC 
HEALTH  RESPONSE  TO  THE 
HIV  EPIDEMIC 

The  SPEAKER  pro  tempore.  Under 
&  previous  order  of  the  House,  the  gen- 
tleman from  California  [Mr.  Davmb- 
MZTESl  ta  recocnised  for  60  minutes. 

Mr.  DANKEMETER.  Mr.  Speaker, 
today  I  want  to  concratulate  the 
American  Medical  Assodattan  tor  lU 
couraceouB  action  In  Bonolnla.  HI 
last  December,  wbm  the  orenrhelm- 
ins  majority  of  its  members  Toted  to 
embrace  a  public  health  strategy  to 
control  the  epidemic  of  HIV  infection 
in  America.  In  particular,  I  want  to 
salute  the  physicians  wtw  itrevaUed 
over  elements  of  the  AMA  bureaucra- 
cy, which  wanted  to  perpetuate  orga- 
nized medicine's  reUance  on  the  educa- 
tion only  approach  to  epidemic  con- 
trol The  AMA  membership  has 
spoken  clearly,  it  wants  physicians  and 
pubUe  health  effietals  to  treat  HIV  in- 
fecUon  tn  the  same  manner  aa  other 
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sexually  transmissible  and  communi- 
cable deseases. 

The  AMA,  in  oiher  words,  has  for- 
mally embraced  the  simple  truth  that 
the  HIV  epidemic  is  an  issue  of  public 
health  and  not  one  of  civil  rights. 

What  exactl>  did  the  AMA  do  in 
Honolulu,  and  what  does  it  portend 
for  the  future  of  the  epidemic? 

The  AMA  House  of  Delegates  ap- 
proved an  HIV  policy  update,  which 
contains  108  separate  recommenda- 
tions for  Federal.  State,  and  local  gov- 
ernments and  covers  virtuaUy  every 
aspect  of  the  epidemic.  The  report 
contalr^s  sensible  advice  for  policymak- 
ers who  want  to  enact  policies  to  con- 
trol the  epidemic  I  would  liie  to  draw 
my  colleagues'  attention  to  the  follow- 
ins  recomendatlons: 

THE  VAiCT  or  EARLY  DIAGNOSIS  Of  HIV 
iNriC'llOH 

Recommendation  17-B:  That  AMA  en- 
cour«e  persons  «ho  suspect  th*t  they  have 
been  exposed  to  HTV  to  be  tested  so  th»t  ap- 
propriate treatment  and  eounaellng  can 
befin  for  those  who  are  seropositive. 

AMA  argues  that  "HTV  testing  ac- 
companied by  appropriate  counseling 
can  asssist  In  the  behavior  change 
process  necessary  to  reduce  a  patient's 
risk  of  infection."  The  arguments  In 
favor  of  early  diagnosis  of  HTV  Infec- 
tion are  even  stronger  "now  that  treat- 
ments are  available."  The  military  ex- 
perience, moreover,  "demonstrates 
that  accurate  test  results  can  be 
achieved  in  a  relatively  low  prevalence 
population  with  relatively  low  costs  of 
testing  and  counseling." 

This  effectively  puts  to  rest  the 
baseless  fear  that  has  plagued  propos- 
als to  offer  HTV  tests  to  broad  seg- 
ments of  the  population;  namely  that 
such  testing  would  produce  too  many 
"false  positive"  or  "false  negative"  test 
results.  It  Is  Imperative  that  every  at- 
risk  person  know  his  or  her  serostatus. 

MAHBATOST  HrV  TISTIKG  W  CERTAKJ 

The  AMA  has  proposed  Implement- 
ing mandatory  HTV  testing  in  certain, 
carefully  defined  situations.  Again, 
this  sort  of  proposal  was  political  dy- 
naznlte  only  2  years  ago. 

Recommendation  19-A;  That  AMA  sup- 
port mandatory  HTV  t««tlng  of  donors  of 
blood  and  blood  fractions,  and  breast  millc; 
organs  and  other  tissues  intended  for  trans- 
planutlon;  semen  or  ova  for  artificial  con- 
ception: taunigranu  to  the  United  StaUs; 
and  military  personnel. 

"Immigrants."  the  report  notes, 
"have  historically  undergone  a  health 
assessment  before  admission  into  the 
citizenship  process.  To  exclude  HIV  in- 
fection from  the  health  assessment  of 
those  seeking  United  States  citizen- 
ship would  be  a  change  in  long-stand- 
ing U.S.  policy  and  difficult  to  justify 
on  medical,  scientific,  or  economic 
grounds. ' 

■•Recommendation  20-A;  That  AMA  con- 
tinue to  recommend  that  testing  be  manda- 
tory for  inmates  in  federal  and  stale  pris- 
ons." 

In  justifying  its  endorsement  of 
mandatory  prison  testing,  the  AMA 


explains  that  "disproportionately  high 
numbers  of  inmates  in  specific  geo- 
graphical regions  test  positive  for 
HIV."  But  the  report  goes  further, 
using  an  argument  that,  if  applied  to 
the  rest  of  society,  would  require  HIV 
testing  of  tens  of  millions  of  high-risk 
individuals  across  America.  The  report 
states. 

Complete  medical  care  requires  knowledge 
of  an  imnate's  serostatus.  As  early  care  pro- 
vides increasing  benefits  to  those  who  are 
HIV  infected,  the  value  to  inmates  of  raan- 
dalorj-  HIV  testing  will  increase. 

Substitute  the  word  "patient"  for 
"inmate"  in  the  above  passage  and  my 
point  is  obvious.  In  fact,  the  AMA  has 
already  accepted  this  principle  for  a 
nonlnmate  population— infants— and 
In  certain  specified  situations  that 
may  arise  In  hospital  settings.  "An 
Infant  born  to  a  woman  who  is  either 
thought,  or  known,  to  be  HIV  posi- 
tive," the  report  states  elsewhere, 
"should  be  tested  to  that  appropriate 
treatment  can  be  initiated  Immediate- 
ly." Similarly,  the  AMA  wants  hospital 
medical  staffs  to  develop  guidelines 
"to  allow  HIV  testing  of  a  patient  at 
the  physician's  discretion  without 
prior  consent  In  cases  of  puncture 
Injury,  or  mucosal  contact  of  health 
caregivers  by  potentially  Irifected 
fluids." 

Hoornn:  Ttsnno  ih  cukical  stttiugs 
As  AZT  and  other  AIDS  drugs  have 
emerged,  organizations  and  Individuals 
who  previously  opposed  most  HIV 
testing,  such  as  the  AMA,  have  slowly 
but  steadily  come  to  accept  the 
wisdom  of  early  diagnosis  of  HIV  In- 
fection through  widespread  routine 
testing  programs.  Indeed,  the  AMA 
report  sUtes  that  "HIV  testing  has 
become  the  gateway  to  early  care." 
And,  Quite  apart  from  the  availabUity 
of  AZT  and  other  therapeutic  drugs, 
quality  medical  care  requires  that  phy- 
sicians know  their  patient's  serostatus 
in  order  to  "reduce  the  likelihood  that 
an  HIV  infection  will  be  inadvertantly 
exacerbated  by  other  treatments  or 
conditions."  This  last  argument  has 
been  viable  since  the  onset  of  HTV 
testing;  it  Is  unfortunate  tliat  we  have 
had  to  wait  so  long  for  it  to  be  recog- 
nized. 

AMA  also  recognizes  the  crucial  link 
between  widespread  routine  testing 
and  partner  notification  programs. 
The  report  emphasizes  that: 

There  are  still  individuals  who  need  to 
know  iheir  serosutus  to  help  them  act  re- 
sponsibly. There  ire  still  those  who  will  not 
suspect  infection  unless  as  seropositive 
sexual  or  needle  sharing  partner  tests  HTV 
positive  and  discloses  this  information  to 
them. 

Thus,  the  AMA  recommendation 
with  respect  to  volunUry  testing  is  en- 
tirely consistent  with  the  provisions  in 
my  own  legislation,  H.R.  3102,  the 
Public  Health  Response  to  AIDS  Act. 
According  to  the  AMA,  persons  in  the 
following  categories  should  be  offered 
and  encouraged  to  undergo  HIV  test- 
ing: 


Patients  In  clinics  for  sexually  trans- 
mitted disease,  drug  abuse,  family 
planning,  and  tuberculosis;  the  new- 
borns of  women  who  are  or  might  be 
Infected,  as  Indicated  ty  the  mother's 
sexual  or  drug  history  and/or  consid- 
ering the  prevalence  of  HIV  infection 
in  the  local  community;  and  hospital 
patients  who  require  surgical  or  other 
invasive  procedures,  taking  Into  ac- 
count the  prevalence  of  HIV  Infection 
In  the  local  community. 

Reflecting  the  growing  concern  that 
the  epidemic  is  spreading  out  of  con- 
trol in  certain  urban  areas,  the  AMA 
recommendati'^n  Includes  a  warning 
that.  If  voluntary  HIV  testing  Is  not 
sufficiently  accepted,  "the  hospital 
and  medical  staff  may  consider  requir- 
ing HIV  testing."  Again,  this  is  a 
major  philosophical  change  among  or- 
ganizations which  have  opposed  most 
testing  In  the  past. 

HTV  TTST  C0KSZ3TT 

The  AMA  has  also  adopted  a  wise 
policy  with  respect  to  the  consent  re- 
quired from  patients  tested  for  HIV  in- 
fection. Historically,  physicians  have 
sought  to  obtain  a  knowing  commit- 
ment from  the  patient,  which  usually 
requires  nothing  more  elaborate  than 
the  patient's  verbal  consent,  but  occa- 
slortally  demands  something  more  con- 
crete, such  as  a  written  acknowledge- 
ment from  the  patient.  To  require 
that  patients  give  their  written  con- 
sent in  every  Instance,  however,  goes 
too  far,  and  may  prove  unduly  burden- 
some to  harried  physicians  who  seek 
to  provide  top  quality  care  in  crowded 
and  less  than  ideal  settings. 

Thus,  AMA  advocates  a  consent  pro- 
cedure "that  is  appropriate  to  the  set- 
ting and  is  the  least  burdensome  to 
the  person  being  tested,  as  well  as 
those  responsible  for  testing."  This  re- 
quires an  approach  that  maintains  the 
option  for  either  written  or  verbal  con- 
sent. The  report  notes: 

In  some  circumstances  a  written  consent 
wlU  be  appropriate,  but  in  other  situations  a 
verbal  co.nsent  wiU  be  adequate.  Similarly, 
in  some  settings  a  lengthy  form  is  appropri- 
ate, while  in  (Ahers  a  very  brief  acknowl- 
edgement-wUl  be  sufficient 

The  most  desirable  solution,  I  be- 
lieve, -would  allow  the  physician  to 
make  the  determination  with  respect 
to  the  consent  procedure  that  best 
suits  the  medical  needs  of  the  patient 
being  tested. 

coNnenmAi.  wawarmc  akb  rksmn 

norm  CATION 

In  a  departure  from  the  usual  even- 
handed  and  clinical  tone  of  the  recom- 
mendations, the  delegates  adopted 
forceful  language  to  express  their  sup- 
port of  reporting  HIV  test  results  in 
confidence  to  public  health  officials 
and  the  implementation  of  partner  no- 
tification programs  In  every  communi- 
ty. 

In  a  near  unanimous  demonstration 
of  support,  the  AMA  House  of  Dele- 
gates adopted  the  following  resolu- 
tions: 
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Rccommfndatjon  27-/1  Thai  tbc  AMA 
strongly  recommends  a  system  for  contact- 
irating  »nd  partner  notifjcattnn  lor  unsu 
spectin*  sexual  or  net'dle-sliaritiK  partners 
who  might  have  been  HlV-lnfecied  should 
be  established  in  each  community. 

Recommendalion  27-E:  That  the  AMA 
strongly  recommends  the  reporubility  of 
HIV  seropositive  patients  to  the  Depart- 
meuu  of  Health  of  the  50  states  for  llie  pur- 
poses of  contact  tracing  and  partner  notifi- 
cation. 

With  the  adoption  of  these  resolu- 
tions, the  AMA  Is  now  foursquare 
behind  a  public  health  response  to 
this  epidemic.  These  resolutions  re- 
flect what  every  poll  of  phjsicians  and 
other  health  care  providers  has 
shovt-n;  namely,  that  the  vast  majority 
of  physicians  supports  treating  HIV 
infection  in  the  same  manner  as  other 
sexually  transmissible  diseases. 

Why  axe  partner  notification  pro- 
grams so  important  that  the  AMA 
would  "strongly"  recommend  that 
they  be  established  in  "each  communi- 
ty" In  America? 

Under  a  partner  notification  pro- 
gram, every  person  who  is  contacted, 
infected  or  not,  has  been  intimate  with 
someone  who  is  carrying  a  fatal  virus. 
Those  who  are  HIV-negative  will  im- 
derstand  that  they  have  had  a  close 
brush  with  mortality  and  will  be  more 
likely  to  change  their  behavior  in  the 
future.  For  these  individuals,  the 
counseling  and  education  that  follows 
will  be  more  meaningful  and  effective 
than  if  it  had  been  offered  to  them  in 
a  vacutmi.  HIV  counseling  and  educa- 
tion, in  other  words,  mvist  be  offered 
where  possible  In  the  context  of  a 
partner  notification  program.  Of 
course,  seropositive  Individuals  who 
are  contacted  have  the  opportunity  to 
receive  available  treaments  to  prevent 
the  onset  of  associated  Infections  and 
to  change  their  behavior  U>  prevent 
further  transmission  of  the  vims  to 
loved  ones. 

Why  is  HIV  reporting  so  crucial  that 
the  AMA  would  urge  all  50  States  to 
adopt  it? 

First,  confidential  reporting  is  essei> 
ti&l  ta  the  success  of  partner  notifica^ 
tion  programs  because  pubUc  health 
workers  must  be  able  to  locate  infect- 
ed individuals  who  refuse  to  voluntari- 
ly inform  their  contacts  of  their  risk. 
For  example,  one  study  found  that,  12 
months  after  being  notified  that  they 
were  seropositive,  only  64  percent  of 
blood  donors  had  voluntarily  revealed 
their  test  results  to  their  primary 
sexual  partners.  Under  a  system  with 
Identity-linked  reporting,  the  sexual 
contacts  of  these  recalcitrant  donors 
would  be  able  to  team  of  their  risk  and 
take  appropriate  steps  to  obtain  avail- 
able treatments  and  prevent  further 
transmission. 

Second,  reporting  enables  public 
health  officials  to  leam  the  extent  of 
infection  in  their  communities,  and  to 
better  assess  the  efficacy  of  control 
programs.  Annual  group  specific  Inci- 
dence rates  can  be  tracked  only 
thrckugh  a  confidential  reportinc 
system  that  collects  undupUcated  test 


results  by  name  or  other  identifying 
data. 

Third,  reporting  permits  health  offi- 
cials to  provide  follow  up  counseling  to 
tested  individuals  who  fail  to  return 
for  counseling. 

Fourth,  a  reporting  system  would 
enable  health  providers  to  recall  (a) 
seropositive  individuals  for  effective 
antivirals  that  may  subsequently  be 
developed,  and  (b)  seronegative  indi- 
viduals for  retestlng  and  administra- 
tion of  protective  vaccines. 

Fifth,  reporting  allows  for  the  imple- 
mentation of  restrictive  measures 
against  sociopathic  individuals  who 
knowingly  attempt  to  spread  the  virus 
to  others.  This  is  consistent  with  AMA 
recommendation  28.  which  endorses 
the  imposition  of  sanctions  against 
those  who  knowingly  and  willingly 
place  imsuspecting  persons  at  risk  of 
Infection. 

WHY  THE  AM.*  AI>OPTED  A  PtTBLIC  HEALTH 
RESPOnSE  TO  THE  EPIDEMIC 

I  have  attached  a  copy  of  a  remarka- 
ble firsthand  account  of  the  AMA's 
recent  interim  meeting  in  Honolulu 
written  by  the  president-elect  of  the 
Arkansas  Medical  Society.  William  N. 
Jones,  M.D.  Dr.  Jones  fought  doggedly 
for  almost  a  year  to  convince  the  AMA 
leadership  to  place  the  questions  of  re- 
portability  and  partner  notification 
before  the  AMA  House  of  Delegates. 
In  order  to  prevail  Dr.  Jones  had  to 
overcome  the  AMA  staff's  subtle,  but 
pervasive,  pressure  against  these  ini- 
tiatives. 

Last  June,  at  the  AMA's  annual 
meeting  in  Chicago,  Dr.  Jones  spoke 
before  the  AMA's  Reference  Commit- 
tee in  support  of  a  resolution  intro- 
duced by  the  Medical  Society  of  the 
State  of  New  York.  The  New  York 
physicians  wanted  the  AMA  to  take 
the  position  that  AIDS  Is  a  communi- 
cable and  sexually  tmnsmissible  dis- 
ease, and  that  States  should  apply  the 
same  public  health  measures  to  con- 
tain the  HIV  epidemic  as  they  have 
applied  to  control  the  ^read  of  other 
eomuntcable  diseases.  This 
stralghtfoward  principle  has  formed 
the  basis  of  the  New  York  society's 
lawsuit  against  Gov.  Mario  Cuomo. 
Unfortunately,  the  AMA  leadership- 
voted  to  postpone  consideration  of 
these  issues  until  the  Interim  meeting 
in  December. 

When  the  MiA  reconvened  in  De> 
ember,  fhe  delgates  were  presented 
with  a  report  that  was  Inadequate  in 
at  least  two  Important  areas.  Dr.  Jones 
complained  that: 

Its  statement  on  contact  tracing  and  part- 
ner notification  was  weak  and  there  was  no 
consideration,  pro  or  con,  on  reportabUUy  of 
HIV  sero-poaitivUy. 

The  report  merely  directed  the  AMA 
to  "urge  all  communities  to  consider 
implementing"  contact  tracing  and 
partner  notification  programs.  Jones 
and  other  physicians  wanted  to 
strengthen  the  language,  noting  that 
"the  wM-ds  'urge  to  consider'  were  not 
strong  enough  direction."  Addressing 


the  hundreds  o(  assembled  delegates. 
Jones  said; 

There  Is  one  glarinp  deficiency  in  thib 
report.  It  falls  to  recognire  the  need  for  re- 
porting HIV  sero  positive  persons  to  the 
health  departments  of  the  50  states  ...  If 
we  do  not  require  the  reporting  of  HIV  sero- 
positive individuals,  there  Is  no  way  lor  an 
adequate  contact  tracing  and  partner  notifi- 
cation program  to  be  carried  out  and  have  a 
positive  effect  on  slowing  the  spread  of  the 
epidemic. 

It  Is  past  time  for  the  AMA  to  take  a  firm 
position  of  leadership  and  emphatically 
state  the  Importance  of  HIV  sero-posilivlty 
reporubility  and  individual  contact  tnurlng. 
Everyone  In  Ibis  room  must  know  by  now 
and  understand  that  HIV  Infection  is  a.  con- 
tinuum.  of  disease.  To  endorse  reporting  of 
AIDS  cases  and  not  HIV  Infection  is  incon- 
sistent policy. 

The  delegates  responded  with  a 
show  of  vocal  support  that  "was  great- 
er in  volume  than  the  siunmatlon  of 
all  the  applause  other  issues  had  re- 
ceived since  we  began  deliberating 
that  morning."  Unfortunately,  the  ad- 
vocates of  a  civil  rights  response  con- 
tinued to  stonewall  the  issue.  It  took 
another  24  hours  of  behind-the-scenes 
maneuvering  to  secure  the  support  of 
senior  AMA  officials.  But,  when  the 
AMA  establishment  finally  relented, 
the  subsequent  outpouring  of  support 
overwhelmed  Jones  and  hla  allies.  He 
described  the  scene: 

I  was  pleased  with  the  enlhuaissm  and  the 
volume  of  applaiise  that  followed.  Immedi- 
at«ly.  endorsement  c&roe  from  the  delega- 
tions from  Mississippi.  New  York.  Virginia. 
West  Virginia.  Florida,  and  the  delegate 
from  the  American  Academy  of  Dermatolo- 
gy. Opposition  was  basically  from  California 
and  .  .  .  the  United  SUlea  Public  Health 
Service  spokesman  was  negative  In  his  re- 
marks. 

m  the  end.  there  "was  no  audible  op- 
position" to  the  voice  vote  on  the  two 
amendments.  At  long  last,  the  forces 
of  public  health  had  won. 

In  closiBg,  I  would  like  to  conunent 
briefly  on  the  actions  of  the  official 
representative  of  the  U.S.  PuWic 
Health  Service  at  the  AMA  meeting. 
The  official  position  of  the  Public 
Health  Service  was  set  forth  in  the 
July  21,  1989  issue  of  the  Mortality 
and  Morbidity  Weekly  Report,  wlikh 
Includes  a  report  that  recommends 
confidential  HIV  reporting  to  the 
States. 

Since  receiving  Dr.  Jones'  account  of 
the  meeting.  I  have  sent  a  letter  to  As- 
sistant Secretary  James  Mason  re- 
questing that  he  conduct  an  inauinr 
into  this  situatioru  The  obserrations  of 
Dr.  Jones  and  other  suggest  that.  In 
opposing  the  resolutions  on  reporthig 
and  partner  notification,  this  Individ- 
tttl  deliberately  misrepresented  the 
position  of  the  Public  Health  Service 
to  the  hundreds  of  AMA  delegates,  in 
Honolulu. 

For  the  record.  I  have  also  attached 
by  letter  to  Dr.  Mason,  which  de 
scribes  my  concerns. 

COMCLUSIOH 

Soon,  the  Subcommittee  on  Health 
wiU  once  acain  consider  an  omaibus 
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AIDS  bill.  Although  it  Is  uncertain  al 
this  time,  we  expect  the  package  will 
Include  legislation  addressing  HIV 
testing,  confidentiality,  and  counseling 
Issues  in  addition  to  a  proposal  to 
expand  the  Medicaid  Program  to  make 
asymptomatic  HIV  infection  a  new 
category  of  eligibility  for  Infected  indi- 
viduals who  otheru'lse  satisfy  the 
income  requirements  of  State  Medic- 
aid programs. 

The  significance  of  the  AMA's  ac- 
tions In  Honolulu  to  the  legislative 
struggles  that  lie  ahead  cannot  be 
overestimated.  I  welcome  the  voice  of 
organized  medicine  in  America  to  the 
side  ot  public  health  and  I  pray  that 
the  Congress  will  soon  adopt  a  respon- 
sible approach  to  control  this  tragic 
epidemic. 

Mr.  Spealier,  the  doctor  in  America 
who  deserves  the  credit  in  my  judg- 
ment for  bringing  the  AMA  to  the 
point  where  they  changed  their  posi- 
tion last  December  is  Dr.  Billy  Jones 
of  the  State  of  Arkansas,  the  presi- 
dent-elect of  the  Arkansas  State  Medi- 
cal Society.  He  has  written  a  fine  arti- 
cle entitled,  "The  System  Works  if 
You  Are  Willing  To  Work  the 
System,"  and  I  will  attach  this  article 
by  Dr.  Jones  from  Little  Rock,  AR, 
along  with  a  copy  of  a  letter  that  I 
have  written  to  Dr.  James  Mason  on 
March  5  as  a  part  of  my  record  in  this 
special  order  on  this  day. 
The  System  Works  ir  Yod  Abe  Wiu-ino  To 

Wor.K  THE  System 
(By  WUUam  N.  Jones,  M.D..  President-Elect, 

Arkansas   Medical   Society,  Chairman, 

Committee  on  AIDS) 

(All  of  us  who  have  taken  on  the  responsi- 
bility of  leadership  from  time  to  time  have 
been  critical  about  some  aspect  of  the  AMA 
and  AMS.  It  behooves  us  to  change  what  we 
perceive  as  wrong  or  poor  policy  because, 
like  it  or  not.  Congress  and  our  state  legisla- 
ture look  to  those  bodies  for  advice  and  di- 
rection In  matters  that  concern  the  public 
health  and  how  medicine  is,  and  will  be, 
practiced.) 

I  attended  the  138  Annual  Meeting  of  the 
American  Medical  Association  In  Chicago. 
June  18-22,  1989.  Since  It  was  my  first  expe- 
rience at  that  level  of  organized  medicine.  I 
was  excited  and  at  the  same  time  somewhat 
In  awe  of  the  proceedings.  1  attended  as  the 
Presldent-Elect  of  the  Arkansas  Medical  So- 
ciety so  I  could  become  Informed  about  the 
Issues  and  concerns  of  organized  medicine 
and  be  awnre  of  the  leadership  s  approaches 
to  those  problems. 

Any  member  of  the  AMA  may  attend  the 
Annual  and  Interim  Meetings  and  address 
any  item  of  business  to  come  before  the 
House  of  Delegates.  The  forum  that  allows 
this  is  the  reference  committee.  Every 
report  or  resolution  to  ultimately  be  consid- 
ered by  the  House  of  Delegates  Is  first  dis- 
cussed In  a  reference  committee. 

The  agenda  of  the  House  of  Delegates  In- 
cluded many  resolutions  perUlnlng  to 
Human  Immunodeficiency  Virus  (HIV).  At 
the  annual  session  of  the  Arkansas  Medical 
Society,  the  AMS  House  of  Delegates  en- 
dorsed a  resolution  previously  adopted  by 
the  Medical  Society  of  the  Slate  of  New 
York  which  declared  that  the  AMA  House 
of  Delegates  should  formally  take  the  posi- 
tion that  AIDS  Is  a  communicable/sexually 
transmissible  disease  and  that  states  should 
apply  the  same  public  health  measures  to 


contain  the  HIV  epidemic  as  are  taken  lo 
control  the  spread  o(  olher  rommunirable/ 
sexually  transmissible  diseases.  Appropriate 
nolification  of  the  AMS  endorsement  was 
sent  to  the  AMA,  the  Medical  Society  of  the 
State  of  New  York  and  our  senators  and 
congressmen. 

In  Chicago  at  the  June  meeting,  I  spoke  in 
Reference  Committee  E  In  support  of  the 
New  York  Resolution.  I  also  pleaded  with 
the  reference  committee  to  recommend  to 
the  House  of  Delegates  the  endorsement  of 
reportability  of  HIV  sero-posllivlty  for  the 
purpose  of  contact  tracing  and  partner  noti- 
fication. Important  measures  to  take  lo  slow 
the  spread  of  the  HIV  epidemic.  The  opposi- 
tion which  Included  the  Surgeon  General  of 
the  United  SUtes  and  civU  libertarians,  true 
to  form,  stated  that  such  policies  would  lead 
to  breach  of  privacy  and  confidentiality  of 
the  Infected  Index  person.  Additional  argu- 
ments raised  suggested  that  since  there  was 
no  effective  treatment  there  was  nothing  to 
t>e  offered  the  person  found  to  be  HIV  in- 
fected, that  such  a  program  would  lead  to 
decrease  In  volunteer  testing  and  would  not 
be  cost  effective. 

In  rebuttal,  I  told  the  reference  commit- 
tee that  the  purpose  of  those  time  proven 
strategies  was  to  make  It  possible  for  the  In- 
fected person  to  be  counseled  on  all  aspects 
of  the  infection  and  the  determination  of 
his  or  her  sexual  and  drug  contacts  so  they 
might  be  Interviewed,  counseled  and  offered 
testing.  The  process  known  as  contact  trac- 
ing has  been  an  historically  proven  tech- 
nique for  the  control  of  sexusLlly  transmit- 
ted diseases  for  over  40  years  and  in  large 
measure  contributed  to  the  control  of  syphi- 
lis and  gonorrhea. 

Regarding  privacy  and  confident  lalitly  of 
the  Infected  index  person,  one  should  also 
consider  the  right  of  the  previously  unin- 
formed contact.  The  rights  of  the  individual 
to  privacy  and  confidentiality  are  protected 
in  any  sexually  transmitted  disease  pro- 
gram, however,  the  bottom  line  Is  that  Indi- 
vidual rights  have  to  be  second  consider- 
ation to  the  rights  of  the  public  to  be  pro- 
tected from  the  spread  of  this  fatal  viral 
epidemic. 

For  more  than  two  years  we  heard  ancec- 
dotal  stories  and  Information  from  experi- 
enced therapists  of  HIV  disease  that  A2T 
lengthened  the  Interval  between  infection 
and  clinical  disease.  Published  peer  reviewed 
articles  now  have  esUbllshed  this  as  fact. 

In  states  where  reporting  of  HIV  sero- 
positive status  Is  law  or  regulation,  such  as 
Arkansas  and  Colorado,  volunteer  testing 
has  not  been  affected. 

Ten  resolutions  pertaining  to  AIDS  Issues 
were  debated  In  Reference  Committee  E. 
Subsequently  the  House  of  Delegates  In- 
structed the  Board  of  Trustees  to  consider 
those  resolutions  while  It  updated  the  AMA 
Policy  on  AIDS-Report  YY  (1987)-and 
report  back  at  the  Interim  Meeting  In  De- 
cember 1989.  This  resulted  in  Report  X  (I- 
89)  of  the  Board  of  Trustees-AMA  HIV 
Policy  Update  as  prepared  by  members  of 
the  staff  of  the  AMA  and  the  Council  on 
Scientific  Affairs. 

Report  X  was  a  significant  Improvement 
in  the  1987  AMA  AIDS  Policy  but  It  was.  I 
felt.  Inadequate  In  at  least  two  major  areas. 
Its  statement  on  contsct  tracing  and  part- 
ner notification  was  weak  and  there  was  no 
consideration,  pro  or  con,  on  reportability  of 
HIV  sero-posltlvlty. 

The  Interim  Meeting  of  the  AMA  House 
of  Delegates  was  held  In  Honolulu,  Decem- 
ber 3-8,  1989.  The  various  reference  commit- 
tees began  their  deliberations  on  the  morn- 
ing of  December  4th.  I  attended  Reference 
Committee  E  which  had  received  Report  X 
for  discussion. 


March  /U,  mO 

Just  before  the  committee  was  called  lo 
order.  I  renewed  acqualnlsnce  with  Drs. 
Brian  and  Lawrence  MrNamee.  These 
brothers  have  degrees  in  medicine  and  law 
and  have  published  a  book  and  several  arti- 
cles on  AIDS  Issues.  We  discussed  various 
deficiencies  In  Report  X  and  how  we  might 
work  to  correct  them.  I  suggested  that  we 
sit  In  different  areas  of  the  room  and  speak 
from  each  of  the  three  microphones  to 
create  the  appearance  of  general  support 
for  our  points  of  view.  Although  the  dress  of 
the  meeting  was  casual,  we  all  wore  dark 
suits  and  red  ties!  I  also  recommended  that 
we  allow  the  opposing  viewpoint  to  be  ex- 
pressed first  so  we  could  both  rebut  and 
make  our  points  In  the  middle  and  end  of 
discussions.  We  also  agreed  not  to  speak  too 
often  In  order  to  be  listened  to  when  we 
wanted  to  suggest  a  significant  change  In 
the  document. 

Report  X  of  the  Board  of  Trustees— AMA 
Policy  Update— was  25  pages  long  and  in- 
cluded 35  major  recommendations,  each  of 
which  had  subparts  A  B,  C,  etc.  Each  rec- 
ommendation was  discussed  pro  and  con 
starting  about  9:30  in  the  morning  and  con- 
tinuing for  the  next  five  hours.  Although  I 
had  much  Interest  In  the  early  discussions,  I 
deliberately  waited  for  the  subject  of  con- 
tact tracing  and  partner  notification  on 
page  21. 

Recommendation  29A  staled,  "That  AMA 
urge  all  communities  to  consider  Implement- 
ing a  contract  tracing  and  partner  notifica- 
tion program  to  warn  unsuspecting  sexual 
or  needle-sharing  partners,  who  might  have 
become  HIV  infected." 

Although  I  was  pleased  the  report  ad- 
dressed contact  tracing  and  partner  notifica- 
tion. I  was  not  pleased  with  ihe  wording  of 
the  recommendation,  I  felt  the  words  "urge 
to  consider"  were  not  strong  enough  direc- 
tion. 

The  same  old  arguments  In  opposition  to 
contact  tracing  and  partner  notification 
that  had  been  raised  In  Chicago  were  again 
stated  by  persons  of  civil  libertarian  orienta- 
tion and  by  representatives  of  the  United 
Stales  Public  Health  Service  (USPHS). 
I  then  addressed  the  committee  as  follows: 
"Mr.  Chairman:  We  have  been  debating 
particulars  of  tills  proposed  policy  for  ours 
but  there  Is  one  glaring  deficiency  in  this 
report.  It  fails  to  recognize  the  need  for  re- 
porting HIV  sero-posltive  persons  to  the 
health  departments  of  the  50  states.  1  rise 
to  request  the  AMA  Board  of  Trustees 
Report  X  be  modified  to  Include  a  section 
supporting  the  requirement  of  reporting 
HIV  sero-poslti>je  persons.  If  we  do  not  re- 
quire the  reporting  of  HIV  sero-posltlve  In- 
dividuals,, there  Is  no  way  for  an  adequate 
contact  tracing  and  partner  notification  pro- 
gram to  be  carried  out  and  have  a  positive 
effect  on  slowing  the  spread  of  the  epidem- 
ic. 

"It  U  past  time  for  the  AMA  to  take  a  firm 
positive  of  leadership  and  emphatically 
state  the  importance  of  HTV  sero-positivlty 
reportability  and  Individual  contact  tracing. 
Everyone  In  this  room  must  know  by  now 
and  understand  that  HIV  Infection  Is  a  con- 
tinuum of  disease.  To  endorse  reporting  of 
AIDS  cases  and  not  HIV  mfectlon  is  incon- 
sistent policy. 

"The  rights  of  tne  individual  to  privacy  and 
confidentiality  have  to  be  second  consider- 
ation to  the  right  of  the  public  to  be  pro- 
tected from  this  fatal  viral  epidemic." 

The  subsequent  applause,  both  hand  clap- 
ping and  verbal,  was  overwhelming!  But 
lhal  did  not  deter  further  comment  against 
this  point  of  view  from  several  persons  In- 
cluding a  member  of  USPHS  and  Dr.  Lonnle 
Brlstow.  representing  the  AJIA  Board  of 
Trustees.  Among  other  things,  he  said  thai 
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the  trustees  had  considered  this  point  and 
they  felt  it  was  not  a  timely  recommenda- 
tion. 

INTRODUCED  BY  THE  ARKANSAS  DELEGATION 
AMENDMENT— REPORT  OF  REFERENCE  COMMIT- 
TEE 

Recommend  the  following  Substitute  Rec- 
ommendation 29-A  on  page  22.  lines  19-22  of 
Report  X  of  the  Board  of  Trustees: 

19—  Recommendation  29-A:  That  the 
AMA  strongly  recommends. 

20—  a  system  for  contact  tracing  and  part- 
ner notification 

21—  for  unsuspecting  sexual  or  needle- 
sharing  partners  who 

22—  might  have  been  HIV-infected  should 
be  established  In 

23—  each  community. 

Recommend  the  following  be  added  as 
Recommendation  29-E  on  page  22,  line  43 
Report  X  of  the  Board  of  Trustees: 

43—  Recommendation  29-E:  That  the 
AMA  strongly  recommends 

44—  the  reportabllity  of  HIV  sero-positive 
patients 

45—  to  the  departments  of  health  of  the  50 
states  for  the 

46—  purposes  of  contact  tracing  and  part- 
ner notification. 

The  profound  show  of  support  for  my 
viewpoint  suggested  to  me  the  silent  majori- 
ty was  fed  up  with  being  Intimidated  and 
mesmerized  by  the  vocal  civil  libertarian-ho- 
mosexual advocate  minority  with  its  self- 
centeredness  and  calloused  disregard  for  the 
health  of  others.  It  was  past  time  to  employ 
the  same  public  health  measures  In  the  HIV 
epidemic  as  are  used  in  other  communicable 
and  sexually  transmissible  diseases. 

By  this  time  all  of  the  reference  commit- 
tees had  concluded  their  hearings,  and 
Speaker,  Dr.  John  Clowe  and  Vice  Speaker, 
Dr.  Daniel  Johnson  were  concerned  that 
Reference  Committee  E  might  not  finish  its 
agenda  until  late  in  the  night  with  over  43 
more  resolutions  to  be  discussed.  They  sug- 
gested that  the  reference  committee  be  di- 
vided Into  two  sections,  one  to  continue  dis- 
cussing AIDS  Issues  and  the  other  for  the 
remainder  of  the  agenda.  Their  suggestion 
got  a  re«ouzuUn<  "No"  vote.  We  then  contin- 
ued discuuion  of  the  last  paragraphs  of 
Report  X. 

The  next  resolution  to  be  considered.  Res- 
olution 132,  lUted  "Resolved,  that  the 
American  Medical  Association  House  of  Del- 
egates encourage  state  legislation  to  estab- 
lish requirements  for  reporting  and  case 
foUow-up  {or  serious  contagious  diseases,  to 
include  AIDS  nationwide." 

I  suggested  to  the  reference  committee 
that  it  should  consider  changing  the  word 
"AIDS"  to  the  words  "HTV  infection."  Al- 
though 1  would  rather  have  this  type  rec- 
ommendation in  the  overall  policy  state- 
ment, this  change  in  Resolution  132  would 
have  the  same  desired  effect  I  sought. 

I  took  the  opportunity  to  point  out  to  the 
reference  committee,  that  although  no 
votes  are  taken  in  reference  committees,  the 
sentiment  in  favor  of  the  reportabllity  of 
HTV  sero-posltive  status,  as  expressed  by  the 
applause  I  had  received,  was  greater  in 
volume  than  the  summation  of  all  the  ap- 
plause other  issues  had  received  since  we 
began  deliberating  that  morning.  This  also 
received  applause! 

In  the  hallway,  following  the  adjourn- 
ment of  the  reference  committee,  I  was  ap- 
proached by  Dr.  Roy  Schwarz.  Assistant  Ex- 
ecutive Vice  President  of  the  AMA,  who 
complimented  me  on  my  endeavor  and 
pointed  out  that  for  the  first  time  there 
seemed  to  be  significant  support  for  this 
issue.  He  told  me  this  subject  had  received 
heated  debate  in  the  committee  which  he 


chaired  that  was  responsible  for  composing 
Report  X. 

Monday  eveniriR  I  met  viuh  the  Dermatol- 
oey  Section  and  revipwed  for  its  members 
the  deliberations  on  Report  X.  It  was  sug- 
gested by  that  group  of  eleven  physicians 
that  I  seek  to  express  my  viewpoint  on  the 
floor  of  the  House  of  Delegates.  They  fur- 
ther suggested  the  mechanism  would  be  to 
ask  one  of  our  stale  s  alternate  delegates  to 
lei  me  have  this  position  temporarily  and 
that  I  should  then  ask  one  of  our  delegates 
to  give  me  his  seal  when  Report  X  was 
under  consideration  by  the  House  of  Dele- 
gates. Al  this  meeting  I  was  assured  that 
each  of  them  would  solicit  support  of  Iheir 
individual  stale  delegations  in  behalf  of  my 
positions. 

I  later  talked  with  several  experienced  del- 
egates and  found  out  that  the  suggestion  of 
my  dermalologic  colleagues  to  become  a 
temporary  delegate  ws  seldom,  if  ever,  done 
and  would  not  likely  be  possible. 

Late  that  night  I  received  a  phone  call 
from  Brian  McNamee  who  told  me  he  had  a 
conversation  with  a  member  of  Reference 
Committee  E  and  that  we  would  be  pleased 
with  their  report.  I  felt  elation,  and  also 
relief,  that  no  further  effort  on  my  part 
would  be  needed. 

The  report  of  Reference  Committee  E  was 
not  available  until  late  In  the  afternoon, 
Tuesday.  December  5th.  Unfortunately,  the 
reassurance  that  Dr.  McNamee  had  received 
was  not  forthcoming  In  the  report.  I  felt 
frustration.  Do  we  wait  months  or  years 
longer  to  get  this  done? 

The  reference  committee  report  slated. 
"Based  upon  the  testimony  heard,  the  refer- 
ence committee  strongly  recommends  that 
in  subsequent  AIDS  updates  the  Board  spe- 
cifically address  the  need  for  reportabiliiy 
of  HIV  sero-posltive  patients  to  public 
health  agencies. .  .  ." 

This  presumably  was  put  in  to  pacify  us 
but  it  made  me  want  to  continue  the  chal- 
lenge. 

To  further  diffuse  the  issue,  the  reference 
committee  did  recommend  that  Resolution 
132  delete  the  word  "AIDS"  and  add  the 
words  "HIV  infection"  as  I  had  suggested  in 
the  hearing. 

I  decided  to  contest  this  further,  and 
during  an  afternoon  recess,  I  found  the 
Speaker  and  Vice  Speaker  in  the  hallway.  I 
was  aware  of  the  parliamentary  point- 
Privilege  of  the  Floor-so  I  asked  them 
about  how  I  could  receive  It.  They,  at  first, 
were  hesitant  saying  it  usually  is  used  for 
special  addresses  to  the  House  of  Delegates. 
When  I  explained  my  dilemma,  they  agreed 
that  if  I  could  get  a  delegate  to  ask  the 
Speaker,  at  the  vproprlate  time,  I  would  be 
aUowed  two  minutes  to  sUte  my  case. 

At  this  point,  I  sought  the  help  and  advice 
of  Dr.  A.E.  Andrews.  Dr.  Andrews  agreed  to 
ask  the  Speaker  for  my  Privilege  of  the 
Floor  on  Wednesday  morning  when  Report 
X  was  to  be  presented.  Together  we  com- 
posed the  following  amendments.  The  first 
amendment  would  substitute  a  much 
stronger  endorsement  of  contact  tracing  and 
partner  notification  for  the  weak  statement 
included  In  the  report.  The  second  amend- 
ment would  add  a  section  to  Report  X  rec- 
ommending the  reportabllity  of  HXV  sero- 
positivlty  rather  than  have  such  a  recom- 
mendation contained  In  a  separate  resolu- 
tion. We  then  presented  our  amendments. 
In  behalf  of  the  Arkansas  delegation,  to  the 
AMA  staff  who  printed  them  and  placed 
them  on  the  desks  of  the  delegates  Wednes- 
day morning  (see  Table  1). 

Tuesday  evening  I  met  with  the  McNa- 
mees  and  told  them  of  my  plans.  They  of- 
fered to  lobby  Wednesday  morning  for  the 
Arkansas  amendmenu  in  several  delega- 
tions, including  Ohio  and  New  York. 


After  my  planning  session  with  the  McNa- 
mees.  Rut  hie  and  1  had  dinner  in  the 
Golden  Dragon  Restaurant.  As  the  meal 
ended,  we  were  presented  with  the  tradi- 
tional fortune  cookies.  Although  I  am  not 
one  who  wishes  on  stars,  nor  consults  with  a 
palmist  or  shaman,  my  fortune  cookie  mes- 
sage was  very  rea.ssuring.  II  read,  '  The  seeds 
of  a  wonderful  project  could  be  right  under 
your  nose."  How  prophetic! 

After  dinner,  I  prepared  the  statement  I 
hoped  to  make  to  the  House  of  Delegates 
Wednesday  morning.  Several  revisions, 
later.  I  got  the  statement  down  to  a  two 
minute  presentation. 

By  Wednesday  morning,  everyone  at  the 
meeting  was  ready  to  finish  up  the  delibera- 
tions as  quickly  as  possible.  Debate  was  to 
be  limited  and  I  was  concerned  that  I  might 
not  get  the  chance  to  speak.  On  the  way  to 
the  House  of  Delegates  meeting.  I  met  Dr. 
Schwarz  who  asked  me  if  I  was  happy  with 
the  report  of  the  reference  committee.  I  ex- 
plained my  displeasure.  He  told  me  he  had 
seen  the  report  in  rough  draft  and  suggest- 
ed the  original  draft  would  have  been  more 
to  my  liking. 

Before  he  was  to  present  the  report  of 
Reference  Committee  E.  I  found  the  Chair- 
man. Dr.  Carl  Evers.  and  told  him  I  was  dis- 
appointed with  the  report  and  I  planned  to 
speak  for  reporting  of  HIV  sero-positive 
status.  He  looked  surprised  and  said.  "We 
gave  you  what  you  asked  for  In  Resolution 
132"  and  I  said,  "Yes,  but  It  should  have 
been  incorporated  as  a  part  of  Report  X." 
At  this  moment  a  young  gentleman  stepped 
up  to  us  and  said,  for  both  of  us  to  hear,  "It 
Is  a  done  deal,  the  trustees  will  not  fight  the 
Arkansas  Amendments.  Lonnie  Bristow  will 
speak  in  favor  of  adoption  of  the  amend- 
ments." Oh  what  a  feeling!  I  could  smell 
success! 

Finally,  we  arrived  at  the  House  of  Dele- 
gates consideration  of  Report  X.  The  Speak- 
er chose  to  take  each  recommendation  one 
by  one.  At  the  appropriate  time.  Dr.  An- 
drews asked  the  Speaker  to  consider  the  two 
Arkansas  Amendments  and  for  me  to  be 
given  the  opportunity  to  speak  in  behalf  of 
the  Arkansas  Delegation  in  support  of  the 
amendments.  PrivUege  was  given  and  I 
made  my  two-minute  prepared  speech. 

I  was  pleased  with  the  enthusiasm  and  the 
volume  of  applause  that  followed.  Immedi- 
ately, endorsement  came  from  the  delega- 
tions from  Mississippi,  New  York,  Virginia, 
West  Virginia,  Florida  and  the  delegate 
from  the  American  Academy  of  Dermatolo- 
gy. Opposition  was  basically  from  California 
and  aggin.  the  USPHS  spokesman  was  nega- 
tive In  his  remarks. 

^'A  substitute  motion  was  made  to  refer  this 
issue  back  to  the  Board  of  Trustees.  The 
vote  to  refer  was  by  voice  and  the  Speaker 
hearing  the  vote  said  he  was  in  doubt  of  the 
response  and  asked  for  a  second  voice  vote. 
There  was  then  overwhelming  vote  to  not 
refer. 

At  this  point,  I  felt  passage  of  the  Amend- 
ments was  assured.  Belated  endorsements 
were  then  given  for  the  Board  of  Trustees 
by  Dr.  Bristow  and  for  the  reference  com- 
mittee by  Dr.  Evers. 

Immediately,  the  Speaker  called  for  a 
voice  vote  on  the  two  amendments  and 
there  was  no  audible  opposition.  The 
amendments  had  passed! 

I  made  my  a-ay  to  the  side  of  Dr,  Bristow 
and  thanked  him  for  the  Board's  support. 

As  the  meeting  ended,  the  Arkansas  Dele- 
gation received  much  praise  and  thanks 
from  our  colleagues. 

Probably,  the  most  startling  comment 
came  from  Brian  McNamee  when  he  point- 
ed out  that  I  came  to  the  meeting  as  a  non- 
delegate  with  an  ax  to  grind,  was  given  the 
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rarely  used  J^'rivUege  of  the  Floor,  and  suc- 
cessfully ch:  nged  AMA  policy. 

Later  th  .t  evening,  as  the  thrill  of 
achlevemei  t  began  to  subside.  I  began  to 
think  aboi  I  the  ultimate  Impact  this  change 
In  AMA  r  Ucy  would  have  on  laws  and  regu- 
lations t'  .'ocghout  the  country.  Thousands 
of  lives  .'111  be  saved  as  this  poWcy  Is  put 
Into  act  on.  1  wart  everyone  who  has  been 
Involve  1  In  the  Committee  on  AIDS  activi- 
ties si  ce  May  1987  to  feel  a  part  of  and 
take  r  'Ide  In  this  accomplishment.  Not  Just 
memf  ers  of  the  committee  who  have  In- 
spirt  I  and  nurtured  each  other,  but  the 
AM.  staff,  the  medica]  students  of  F.A.T.E. 
anc'  all  the  phy:  Icians  and  auxUlan  volun- 
te(  s.  It  la  the  s  unmation  of  all  their  sup- 
pc.-t  and  partlctiation  that  brought  about 
this  succeas. 

All  of  OS  who  have  taken  on  the  responsl- 
'  ility  of  leadership  from  time  to  time  have 
Men  critical  about  some  aspect  of  the  AMA 
and  AMS.  It  behooves  us  to  change  what  we 
perceive  as  wrong  or  poor  policy  because, 
like  It  or  not,  Congress  and  our  state  legisla- 
ture look  to  those  bodies  for  advice  and  di- 
rection in  matters  that  concern  the  public 
health  and  how  medicine  is,  and  will  be. 
practiced. 

"nwre  is  a  system  and  It  works  but  we 
must  be  willing  to  do  the  homework  and 
BSXTlfice  the  time  and  energy  to  work  the 
system. 

"Mr.  Speaker.  Members  of  the  House  of. 
Delegates: 

I  am  WnUam  Jones.  Chairman  of  the  Ar- 
kansas Medical  Society's  Committee  on 
AIDS,  member  of  the  Governor's  Advisory 
Committee  on  AIDS,  and  Presldent-Qect  of 
the  Arkansas  Medical  Society. 

On  Monday,  the  debate  In  Reference 
Committee  E  Tver  each  aspect  of  Report  X 
was  to  be  expected.  Basically.  Report  X  of 
the  Board  of  Trustees  is  a  significant  Im- 
provement of  Report  yY-87. 

In  June.  I  pleaded  with  Reference  Com- 
mittee E  to  ask  the  House  of  Delegates  to 
endorse  contact  tracing  and  partner  notifi- 
cation. Subsequently,  all  of  the  resolutions 
on  AIDS  were  referred  to  the  Board  of 
Trustees  to  update  the  HIV  policy  of  the 
AMA.  Most  of  those  resolutions  supported 
contact  tracing,  partner  notification  and  the 
reporting  of  HIV  sero-positive  persons. 

Report  X  endorses  contact  tracing  and 
partner  notification.  However,  there  is  one 
glaring  deficiency  in  the  report.  Namely,  it 
fails  to  re-^ognize  the  need  for  reporting 
HIV  sero-t.oslUve  persons  to  the  health  de- 
partments of  the  various  states.  AIDS  is  re- 
portable in  all  50  states.  HIV  sero  positive 
status  is  reported  in  many  states  and  others 
are  considering  such  legislation  at  this  time. 
It  must  be  remembered  that  HIV  infection 
is  a  continuum  of  disease  leading  to  death. 
The  infect-d  person  U  infectious  to  others 
from  very  ;arly  In  his  or  her  Irifection. 

For  too  long  we  have  failed  to  apply  the 
same  public  health  measures  to  contain  the 
HIV  epidemic  as  are  taken  to  control  the 
spread  of  other  communicable  and  sexually 
transmlssi  jle  diseases.  This  has  resulted  In 
over  65.0t  i  reported  deaths  In  this  country. 
How  many  more  lives  have  to  be  lost  before 
we  Uke  a  .■rtand  that,  every  physician  m  this 
country  t  nows.  should  have  been  taken  sev- 
eral year  ago?  It  is  past  time  for  the  Ameri- 
can Med:  :al  Association  to  take  a  firm  posi- 
tion and  emphatically  state  the  importance 
of  repor  ng  HTV  sero  positive  patients,  con- 
tact trat  :ng  and  partner  notification.  Con- 
cerns about  the  occasional  breach  of  privacy 
and  con  identiality  of  one  Individual  have  to 
be  seco  d  consideration  to  the  right  of  the 
public  '  J  be  protected  from  this  fatal  viral 
epidemic. 


The  longer  we  delay  taklnn  this  podtloo, 
the  wider  spread  the  tpidemic  and  the 
greater  the  tragedy  In  loss  ol  lives  that 
could  be  saved  by  these  measures. 

I  urge  you  to  vote  affirmatively  on  the 
two  amendments  to  Report  X."— Dr.  Wil- 
liam Jones. 

Uouss  or  Representatives. 
Washington,  DC,  March  S.  JB90. 
Jamss  O.  Mason.  M.D., 

Hxibert  H.  Humphrey  Building.  Wathington. 

DC. 

DcAB  Ma.  Mason:  I  have  enclosed  for  your 
review  a  remarkable  firsthand  account  of 
the  December  3-«,  1989  Interim  Meeting  of 
the  American  Medical  Association  in  Hono- 
lulu, Hawaii.  This  account,  written  by  Wil- 
liam N.  Jones.  MX),  the  PresldenUElect  of 
the  Arkansas  Medical  Society,  raises  some 
disturbing  questions  with  respect  U>  the  rep- 
resentation of  formal  Public  Health 
Service  (USPHS)  policies  at  this  important 
meeting.  Other  physicians  who  participated 
in  the  Honolulu  deliberations  have  con- 
finned  Dr.  Jones'  account. 

As  you  may  know,  the  overwhelming  ma- 
jority of  AMA  delegates  adopted  two  resolu- 
Uons  pertaining  to  the  HIV  epidemic  which 
reflect  my  own  preferred  approach  to  con- 
taining the  spread  of  infection.  The  Dele- 
gates adopted  the  following  two  resolutions: 

Recommendation  29-A:  That  the  AMA 
strongly  recommends  a  system  for  contact 
tracing  aiul  partner  notification  for  unsu- 
specting sexual  or  needle-sharing  partners 
who  might  have  been  HIV-infected  should 
be  established  in  each  community. 

Recommendation  29-E:  That  the  AMA 
strongly  recommends  the  reportabUity  of 
HIV  sero-positive  patients  to  the  depart- 
ments of  health  of  the  SO  states  for  the  pur- 
poses of  contact  tracing  and  partner  notUi- 
catlon. 

As  you  can  see  from  Dr.  Jones'  account,  it 
appears  that  the  Delegate  from  the  USPHS 
repeatedly  opposed  these  resolutions  at  the 
interim  meeting  and.  In  fact,  was  one  of 
only  a  few  physicians  to  do  so.  To  the  best 
of  my  knowledge,  the  formal  USPHS  posi- 
tion with  respect  to  HIV  reporting  was  set 
forth  in  the  July  21,  1989  issue  of  the  Mor- 
tabty  and  Morbidity  Weekly  Report 
(MMWR).  That  report  urged  states  to  adopt 
reporting  measures,  arguing: 

"HIV  infection  reports  are  useful  In  di- 
recting HTV-related  prevention  activities 
such  as  patient  counseling,  partner  notifica- 
tion and  referral  for  appropriate  medical 
management  (e.g..  evaluation  for  prophylax- 
is against  Pneumocystis  carinil  pneumonia). 
Reporting  of  HIV-infected  persona  may 
enable  earlier  recoginitlon  of  persons  with 
or  at  risk  of  HIV  Infection  and  earlier  inter- 
vention to  prevent  further  spread  of  HIV. 
Recent  guidelines  for  Initiation  of  therapy 
in  some  HIV-infeaed  persons  emphasize  the 
need  for  identifying  persons  who  need  treat- 
ment before  the  diagnosis  of  AIDS  is  made. 
HTV  infection  reports  are  also  useful  for 
guiding  pediatric  medical  and  social  support 
programs,  including  programs  for  Iniants 
whose  Infection  status  may  remain  imdeter- 
mined  until  they  are  [underl  15  months  of 
age." 

The  formal  position  of  the  USPHS  with 
respect  to  partner  notification  programs 
was  set  forth  in  the  MMWR  of  March  14. 
1986,  in  which  the  USPHS  reconunended 
that  the  prospective  and  previous  sexual 
and  needle-sharing  partners  of  Infected  per- 
sons be  informed  as  to  their  potential  expo- 
sure to  HIV  infection  and  urged  to  undergo 
HIV  testing  and  counseling. 

For  the  USPHS  Delegate  to  oppose  the 
AMA  resolutions  in  Honolulu  appears  to  be 
an  unconscionable  derelecUon  of  his  duty  to 
faithfully  represent  the  posiUon*  of  the 


Do  you  believe  that  Dr.  Jones'  description 
of  the  USPHS  Delegate's  activity  is  accu- 
rate? 

If  you  believe  It  accurately  describes  the 
events  in  Honolulu,  were  you  aware  of  this 
activity  and  have  you  taken  any  steps  to 
reprimand  the  Individual  Involved?  Accord- 
ing to  the  AMA's  1988-89  directory  of  the 
House  of  Delegates,  the  alternate  Delegate 
from  the  USPHS  Is  James  D.  Pelsen.  M.D. 
Did  Dr.  Felsen  represent  the  USPHS  on 
Honolulu? 

Have  you  taken  any  measures  to  guaran- 
tee that  such  unilateral  actions  are  not  re- 
peated in  the  future? 

Finally,  does  the  USPHS  contemplate 
making  an  attempt  to  Inform  the  AMA  lead- 
ership artd  the  hundreds  of  AMA  Delegates 
of  the  true  USPHS  poeltlons  on  these  im- 
portant public  health  issues? 

Thank  you  in  advance  for  your  time  and 
assistance. 

Sincerely. 

William  E.  DAWinatEYra. 

Member  ofConmesi. 

Mr.  Speaker,  let  me  say  that  the  sig- 
nificance of  this  action  of  the  Ameri- 
can Medical  Association  in  Honolulu 
last  December  cannot  be  overstated. 
This  epidemic  lias  marched  across  this 
land,  and  today  we  have  a  civil  rights 
response  being  pursued  in  11  States  of 
the  Union  containing  78  percent  of  the 
cases.  My  State  of  California  is  in  the 
unem-iable  posiUon  of  being  the  Slate 
with  the  second  largest  number  of 
cases,  20  percent,  with  the  SUte  of 
New  York  having  about  23  percent  In 
both  these  States,  in  New  York  and 
California,  a  civil  rights  response  is 
currently  being  pursued. 

□  1540 

Mr.  Speaker,  it  is  a  tragedy  tliat 
such  Is  the  case.  Dr.  Axelrod.  the 
health  officer  of  New  York  Bute, 
should  liave  been  relieved  from  that 
job  at  Isast  3  years  ago  by  the  Gover- 
nor of  that  State  who  should  be 
watching  out  for  the  civil  rights  of  the 
infected  at  least  on  the  same  basis  as 
the  civil  rights  of  the  infected. 

Similarly.-in  my  State  of  California. 
Dr.  Kaiser,  ahe  health  officer,  should 
have  been  relieved  from  his  Job  at 
least  3  years  ago  by  the  Governor  of 
the  State,  Governor  Deutan-iejian.  1  am 
happy  to  say  that  the  State  Republi- 
can Party  in  California  in  convention 
the  weekend  before  last  adopted  a  res- 
olution requesting  the  California  Med- 
ical Association  to  adopt  a  poUcy  deal- 
ing with  HIV  Infected  people  consist- 
ent with  AMA  policy.  That  State  Re- 
publican Party  and  convention  also 
adopted  a  resolution  requesting  the 
Governor  of  the  State  of  California, 
Governor  Deukmejian,  to  exercise  his 
discretion  which  he  has  under  the  ex- 
isting law  to  add  HIV  positive  people 
to  the  list  of  reportable  diseases. 

Mr.  Speaker,  the  time  has  long 
passed  that  this  Nation  would  contin- 
ue to  treat  the  AIDS  epidemic  and 
HIV  carriers  as  a  civil  rights  issue.  It 
should  be  treated  as  a  public  health 
Issue,  and  what  the  AMA  ha«  done  Is 
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now  placed  its  \oir»'  ns  tlir  o(fici;il 
voice  of  organized  mrdKiiic  behind 
steps  that  Rie  ne'^ded  across  this  land 
to  deal  with  the  epidemic  as  a  public 
health  issue. 

Tomorrow  before  a  committee  of 
this  House,  one  of  the  housing  sub- 
committees, efforts  will  be  made  to 
expand  housing  programs  in  this  coun- 
try to  establish  a  hospice  for  treating 
persons  with  AIDS.  I  personally  be- 
lieve that  treating  the  people  with  this 
tragic  disease,  for  which  we  do  not 
now  have  a  cure,  but  hopefully  will 
find  one  In  a  hospice  setting,  is  a  good 
alternative  rather  than  a  hospital  set- 
ting. 

We  also  will  be  considering  later  in 
this  legislative  year  appropriation  bills 
to  deal  with,  hopefully,  finding  a  cure 
to  the  epidemic. 

The  reality  is  that  we  Federal  tax- 
payers are  spending  about  $1.2  billion 
this  year  to  control  the  AIDS  epidem- 
ic. About  $800  million  is  being  spent  to 
find  a  cure  or  a  vaccine  for  the  virus. 
About  $400  million  is  being  spent  In 
the  area  of  education,  which  has  a.cer- 
Uin  ring  of  credibility  to  it  in  terms  of 
preventing  the  transmissibility,  but 
the  reality  is  that  the  education-only 
approach  that  has  been  pursued  essen- 
tially by  the  U.S.  Government,  as  well 
as  by  the  States  with  the  largest 
number  of  cases,  namely  New  York. 
California.  Florida,  and  Texas,  has 
failed  to  stop  this  epidemic. 

This  epidemic,  tragically,  is  the  first 
politically  protected  disease  in  the  his- 
tory of  the  country.  Those  that  are 
HIV  carriers  should  be  reportable  to 
the  health  care  system  in  confidence 
so  that  we  can  do  contact  tracing. 
That  is  why  we  pay  taxes  in  this  coun- 
try, to  provide  for  the  functioning  of 
the  health  care  system. 

When  the  House  list  coiusidered  this 
issue.  In  September  1988.  this  Member 
from  California  offered  an  ftmend- 
ment  to  the  bill  then  being  considered 
by  the  House  which  dealt  with  the 
very  issue  the  AMA  considered  at  its 
convention  last  December  in  Honolu- 
lu, My  amendment  would  have  re> 
quired  that  ti  a  condition  of  the  re- 
ceipt of  Federal  money  by  any  State  in 
the  Union  to  deal  with  the  epidemic, 
that  the  State  would  have  to  have  in 
place  a  law  requiring  that  HIV  carriers 
be  reported  to  public  health  authori- 
ties and  that  we  conduct  contact  trmc> 
ing.  The  amendment  at  that  time  was 
not  adopted  by  the  House.  I  believe 
there  were  approximately  75  votes  for 
it.  In  speaking  in  opposition  to  that 
amendment  my  opponent,  one  of  them 
on  the  floor,  was  able  to  observe  that 
he  was  then  voicing  the  support  of  the 
American  Medical  Association  in  oppo> 
sition  to  my  amendment  dealing  with 
reportability  for  HIV  carriers. 

Mr.  Speaker,  I  mention  this  to  the 
House  because  it  illustrates  ]ust  how 
important  it  is  what  the  AMA  did  In 
Honolulu  last  December,  because  now, 
when  this  Issue  comes  to  the  floor 
again,  this  Member  from  California 
will  be  able  to  say  that  I  spoke  for  the 
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voice  ol  orcinizPd  medicine  In  Amer-  *' 
ira,  that  HIV  carriers,  whatever  their 
status  in  life,  whether  they  are  intra- 
venous drug  users,  whether  they  are 
heterosexuals  or  homosexuals,  wheth- 
er they  got  the  \irus  as  a  result  of  a 
blood  transfusion,  whether  they  are 
hemophiliacs  or  whatever,  those 
people  who  are  carriers  of  that  fatal 
virus,  when  their  status  is  determined 
by  their  physician,  would  be  reported 
to  public  health  in  confidence  and 
that  we  would  then  conduct  contact 
tracing.  This  is  the  means  whereby 
our  society  has  dealt  historically  with 
efforts  to  control  the  transmissibility 
of  venereal  disease,  curable  or  noncur- 
able.  in  America. 
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Mr.  Waxman.  Thank  you,  Mr.  Dannemeyer. 
Our  first  witness  today  is  Annette  Strauss,  the  mayor  of  Dallas. 
Dallas  is  one  of  the  Nation's  hardest  hit  cities  with  more  than 
2,300  cases  of  AIDS  and  a  growing  number  of  people  with  no  source 
of  payment  for  health  care.  I  would  like  to  welcome  you.  Mayor 
Strauss,  to  this  meeting  and  I  know  you  are  on  a  very  tight  sched- 
ule because  I  think  at  noon  today,  you  are  receiving  an  award  in 
midtown  Manhattan.  It  is  the  national  Mother's  Day  Committee 

,   and  you  will  be  singled  out  as  the  outstanding  Mother  of  the  Year. 

j  Congratulations  to  you  on  this  award.  We  are  pleased  that  you  are 

I  taking  the  time  to  be  with  us  and  we  would  like  to  hear  from  you. 

STATEMENT  OF  ANNETTE  STRAUSS,  MAYOR,  DALLAS,  TX 

i|  Ms.  Strauss.  Thank  you,  thank  you  very  much.  Chairman 
j  Waxman,  and  thank  you  for  recognizing  my  time  constraints  and 
||  allowing  me  to  go  first,  and  thank  you,  Mr.  Dannemeyer. 

Dallas  County's  first  AIDS  case  was  diagnosed  in  1981  when 

II  there  was  no  hope  of  effective  treatment,  let  alone  a  cure.  Now,  pa- 
tients have  more  hope  because  new  treatments  are  available.  With- 
out such  treatment,  patients  used  to  die  within  1  year  of  diagnosis. 
Now  the  rate  of  death  within  the  first  year  has  been  reduced  to  40 
percent  nationwide. 

Parkland  Memorial  Hospital,  in  Dallas,  has  reduced  it  to  less 
than  30  percent. 

Medical  science  clearly  has  lengthened  the  lives  of  AIDS  pa- 
tients, and  as  a  result,  the  disease  incapacitates  them  over  longer 
periods,  making  them  more  dependent  on  social  services. 

Approximately  60  percent  of  Dallas  County's  2,300  persons  with 
AIDS  are  treated  at  Parkland  Memorial  Hospital's  AIDS  Outpa- 
tient Clinic  and  the  majority  are  indigent.  On  any  single  day,  20  to 
30  AIDS  patients  are  hospitalized  there  for  acute  infections.  Park- 
land is  the  county's  only  public  hospital,  and  like  most  public  hos- 
j  i  pitals,  the  burden  of  caring  for  AIDS  patients  rests  with  it. 
ij     The  hospital  is  at  capacity  and  the  everincreasing  case  load  is  a 
!j  difficult  budgetary  strain.  The  AIDS  epidemic  started  in  Dallas  pri- 
I'  marily  among  the  Anglo  homosexual  male  population,  but  the  dis- 
ease is  now  steadily  increasing  among  the  nonwhite,  the  nonmale 
and  the  nonrich. 

Compared  to  the  overall  volume  of  infected  individuals,  the 
number  of  infected  women  is  relatively  small,  but  it  is  growing  rap- 

1  idly.  Approximately  150  women  and  children  have  been  diagnosed 
in  Dallas  as  being  infected  and  1  out  of  8  patients  in  Parkland's 

i  AIDS  Clinic  is  a  woman. 

I  Of  the  23  women  currently  being  treated  at  Parkland  for  full 
'  AIDS,  11  were  diagnosed  within  the  past  year.  They  come  from  all 

socioeconomic  groups  and  lifestyles.  The  majority  say  they  did  not 
j  engage  in  any  of  the  high-risk  behaviors  associated  with  AIDS. 

They  obviously  were  unaware  that  their  sexual  partner  had  and 

they  did  not  recognize  high-risk  behavior. 
Some  are  well  to  do  and  educated.  They  go  to  a  public  hospital 

for  treatment  because  they  are  afraid  to  use  their  insurance  for 

fear  their  employers  or  friends  will  find  out. 
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Most  of  these  women  are  in  their  childbearing  years.  Some  have  j  k 
children  who  are  infected  at  birth.  In  recognition  of  their  unique  4 
needs,  Parkland  has  established  a  special  clinic  where  mother  and 
child  can  be  seen  together. 

A  community  agency  has  also  recognized  the  special  needs  of 
such  patients  and  has  established  a  home  called  Bryan's  House  to 
help  infected  women  and  children.  It  opened  less  than  2  years  ago 
and  is  licensed  to  care  for  nine  kids.  The  house  if  overflowing  and 
the  agency  is  now  expanding  its  facilities  if  the  money  can  be 
raised  so  Bryan's  House  can  provide  day  and  residential  care  for  40 
children.  The  need  is  there. 

When  you  see  these  youngsters,  the  reality  of  the  spread  of  the 
disease  stays  with  you.  They  look  like  any  other  child,  innocent 
and  vulnerable. 

The  C£ise  management  system  that  has  worked  so  well  in  helping  [ 
the  very  different  AIDS  population  that  preceded  them  is  already 
helping  infected  women  and  children.  Case  management  was  estab- 
lished midway  in  the  epidemic  to  develop  a  continuum  of  care 
through  wide  participation  by  many  health  care  and  community- 
based  agencies. 

As  many  as  40  community  service  agencies  help  through  an  um- 
brella agency,  called  AIDS/ARMS  Network.  As  the  patient's  illness 
progresses,  and  they  become  more  dependent,  case  management  as- 
sures that  they  receive  help  for  their  problems,  whether  emotional, 
financial  or  medical. 

Hospices,  respite  and  day  care,  food  services  and  buddy  systems 
are  all  part  of  the  case  management  network  in  Dallas.  The 
church-based  AIDS  Interfaith  Network  is  now  supplementing  the 
very  successful  buddy  system.  It  is  good  to  see  this  coordination  be- 
tween church  and  gay  support  groups  who  led  the  fight  so  long,  but 
whose  ranks  are  being  disseminated  by  AIDS. 

All  of  these  groups  are  part  of  a  continuum  of  care  that  provides 
services  that  health  care  providers  like  Parkland  cannot.  They 
have  helped  in  AIDS  education  efforts,  spreading  the  word  on  how 
to  prevent  it,  and  the  importance  of  seeking  treatment  early. 

This  has  helped  curb  the  spread  of  AIDS  among  the  gay  commu- 
nity, but  similar  efforts  may  be  more  difficult  among  Dallas' 
newest  patients  at  risk.  Health  care  professionals  say  the  reason^ 
for  this  is  that  the  city's  homosexual  community  is  more  cohesive,? 
eager  to  form  support  groups,  and  has  always  been  heavily  in-j 
volved  in  the  education  effort. 

As  I  mentioned  earlier,  many  of  the  women  being  treated  at! 
Parkland  had  no  notion  that  they  were  exposed  to  AIDS.  They 
didn't  do  drugs.  They  weren't  prostitutes.  There  certainly  isn't  any 
cohesiveness  among  them.  The  poor  also  are  less  likely  to  form  sup- ; 
port  groups  or  champion  a  prevention  effort,  while  cultural  bar- 
riers  may  block  AIDS  education  among  minorities. 

Right  now,  we  don't  know  how  we  will  break  the  information  1 1 
barriers  to  these  diverse  groups,  but  we  must  try.  Lack  of  funding  1?^^ 
is  also  a  problem  for  which  solutions  are  very  scarce.  We  certainly  iji^ 
concur  with  H.R.  4080,  which  provides  assistance  for  low-income 
people  with  AIDS  or  HIV  infection  and  with  H.R.  4470,  which  tar^ 
gets  relief  for  cities  with  more  than  2,000  AIDS  patients. 
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Unfortunately,  Dallas  has  become  more  qualified  every  single 
day.  Relief  funds  should  be  directed  toward  hospitals  like  Parkland 
that  provide  a  disproportionate  share  of  health  care  and  also  to 
those  agencies  that  work  in  partnership  to  provide  a  continuum  of 
care  in  our  community. 
I      Federal  assistance  payments  for  early  intervention  health  care 
;  services  are  desperately  needed.  Although  research  efforts  have  de- 
'  veloped  therapies  that  can  forestall  the  progression  of  AIDS  and  its 
accompanying  infections,  because  poor  people  cannot  qualify  for 
Federal  Medicaid  assistance  until  they  develop  the  full  disease,  pre- 
ventive therapies  are  too  late  for  them. 

The  result  is  that  these  patients  get  sicker  and  the  Federal 
system  then  begins  to  pay  for  only  the  most  expensive  care,  inpa- 
tient hospitalization.  This  must  be  changed.  Help  from  Medicaid  is 
currently  little  or  no  help  because  less  than  12  percent  of  the  AIDS 
I  patients  in  Texas  even  qualify  for  it. 

.  The  impact  on  Parkland  Hospital  is  enormous.  Because  Parkland 
,  is  a  public  hospital,  local  taxpayers  must  pay  the  bill  that  Medicaid 
5  won  t.  Ad  valorem  taxes  pay  for  the  drug  therapies  that  keep  AIDS 
!  patients  alive  and  out  of  the  hospital.  It  is  an  endless  drain  on  local 
tax  dollars,  and  as  you  all  know,  every  community  has  a  finite  tax 
base  from  which  these  services  can  be  funded. 
J  The  interesting  thing  about  the  epidemic  is  that  as  health  care 
\  providers  prolong  the  lives  of  their  fatally  ill  patients,  success  in- 
creases costs.  The  case  load  is  swelling  with  new  and  old  patients. 
'  At  the  moment,  Parkland  treats  in  the  neighborhood  of  1,300  pa- 
,  tients  each  month  in  its  outpatients  clinic.  The  cost  of  this  burden 
\  is  one  any  humane  person  would  be  pleased  to  pay,  but  in  Dallas,  it 
;  is  happening  in  the  face  of  a  recession  at  an  already  overcapacity 
]  public  hospital  overwhelmed  with  the  needs  of  its  other  patient 
J  population,  the  poor,  the  homeless,  the  elderly,  the  working  poor 
j   and  the  uninsured. 

i      Unfortunately,  the  needs  of  all  these  patients  are  in  competition 
for  scarce  resources.  As  the  mayor  of  the  city  of  Dallas,  I  urge  you 
I  to  provide  the  support  to  address  the  compelling  needs  of  persons 
'  with  AIDS  in  our  community. 
Thank  you  very  much. 

Mr.  Waxman.  Mayor  Strauss,  I  want  to  thank  you  for  an  excel- 
i]  lent  statement.  I  know  that  you  are  doing  as  best  you  can  under 
I  difficult  circumstances  in  Dallas,  given  the  low  participation  of 
'  Medicaid  in  dealing  with  the  problems  and  the  inadequacies  in  our 
whole  health  care  system.  I  want  to  thank  you  for  your  presenta- 
tion to  us. 

We  may  have  some  specific  questions  and  we  would  like  you  to 
'fl  respond  in  writing  for  the  record,  but  I  know  that  you  must  be 
]\  leaving  to  catch  a  flight  and  I  thank  you  so  much  for  being  with 
n  us. 

I     Ms.  Strauss.  Thank  you,  sir,  and  thank  you,  all  of  you,  for  what 

you  are  doing  to  fight  AIDS.  We  appreciate  it. 
tt!     Mr.  Waxman.  Our  second  panel  today,  I  would  like  to  welcome 
\i  two  of  our  colleagues,  one  of  whom  I  see  with  us  so  far,  the  Honor- 
Jjl  able  Frank  Lautenberg,  and  we  are  going  to  be  joined  by  the  Hon- 

orable  Frank  Guarini.  Both  represent  New  Jersey,  one  of  the 
r '  States  that  is  hardest  hit  by  the  AIDS  epidemic. 
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Senator  Lautenberg,  we  are  delighted  that  you  have  taken  time 
to  come  to  address  us  and  to  point  out  some  of  the  concerns  that 
you  and  your  constituents  have  and  recommendations  and  changes 
and  improvements  or  further  progress  in  this  legislative  issue. 

STATEMENT  OF  HON.  FRANK  LAUTENBERG,  A  U.S.  SENATOR 
FROM  THE  STATE  OF  NEW  JERSEY 

Senator  Lautenberg.  Mr.  Chairman,  I  thank  you  very  much, 
and  note  with  surprise  and  admiration  that  this  subcommittee  ap- 
parently starts  on  time.  Other  than  the  traffic  and  the  cherry  blos- 
soms that  remain,  I  would  have  been  here  a  little  bit  earlier  and  I 
thank  you  very  much  for  the  opportunity  to  appear  before  you.  I 
commend  you  for  holding  this  hearing,  Mr.  Chairman,  for  taking 
on  serious  issues  and  appljdng  your  considerable  energy  and  skill 
to  it.  I  applaud  your  leadership  in  combatting  the  tragedy  of  AIDS. 

By  boosting  research,  by  getting  new  treatments  into  the  hands 
of  the  sick  and  by  protecting  the  rights  and  the  dignity  of  those 
suffering  from  AIDS,  you  have  been  an  inspiration  to  countless  vic- 
tims and  families  that  have  had  to  confront  the  painful  reality  of 
this  terrible  disease. 

I  would  like  to  focus  this  morning  on  H.R.  4470,  the  AIDS  Pre- 
vention Act  of  1990.  I  am  an  original  cosponsor  of  a  similar  bill  just 
approved  by  the  Senate  Labor  and  Human  Resources  Committee.  It 
is  S.  2240.  We  desperately  need  AIDS  disaster  relief  and  we  need  it 
now. 

The  AIDS  epidemic  in  the  country  has  reached  crisis  proportions. 
To  date,  more  than  121,000  cases  have  been  reported  to  the  CDC, 
and  unfortunately,  more  than  8000  of  these  cases  have  been  report- 
ed from  my  own  State  of  New  Jersey,  one  of  the  five  States  nation- 
wide that  accounts  for  64  percent  of  all  AIDS  cases. 

In  our  cities  and  counties  throughout  the  Nation,  hospitals,  clin- 
ics and  health  care  providers  are  struggling  to  provide  services  to 
AIDS  victims,  but  in  many  areas  hardest  hit  by  the  AIDS  epidemic, 
particularly  our  urban  areas,  it  has  been  an  uphill  battle.  Public 
health  systems  are  being  pushed  to  the  absolute  limits  as  they 
struggle  to  fight  the  AIDS  epidemic.  Our  urban  hospitals,  already 
overcrowded,  short  of  staff,  are  bursting  at  the  seams  trying  to 
serve  increasing  numbers  of  AIDS  patients.  It  is  hard  to  find  beds. 
It's  hard  to  find  the  money  to  care  for  AIDS  victims  who  lack  in- 
surance or  a  job  or  even  a  home. 

Our  hospitals  and  cities  and  counties  desperately  need  the  help 
offered  by  the  AIDS  Prevention  Act  of  1990. 

I  have  a  concern  that  I  would  like  to  raise  with  the  chairman 
and  the  members  of  this  subcommittee  about  title  III  of  the  bill.  It 
is  the  section  of  the  legislation  that  would  provide  grants  for  emer- 
gency assistance  to  areas  with  substantial  need  for  services  for 
AIDS. 

To  qualify  for  assistance  under  title  III,  a  metropolitan  area 
must  have  reported  more  than  2,000  cases  of  AIDS  to  the  Centers 
for  Disease  Control.  Under  the  bill,  13  areas,  including  Newark, 
NJ,  would  automatically  qualify  for  emergency  grants  to  provide 
relief  for  their  public  health  systems  because  they  have  more  than 
2,000  cases.  This  type  of  assistance  is  critical,  but  I  am  concerned 
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that  the  bill  misses  one  of  the  hardest-hit  areas  in  the  country,  and 
it  misses  that  area  because  it  just  looks  at  one  factor,  and  that  is 
the  number  of  cases. 

Twenty-six  hundred  cases  in  an  area  of  5  miUion,  like  Philadel- 
phia, isn't  the  same  as  2,000  cases  or  even  1,500  cases  in  an  area  of 
500,000,  like  Jersey  City— Hudson  County,  NJ.  Jersey  City  is  reel- 
ing under  a  much  bigger  burden  and  I  believe  it  is  our  job  to  help 
that  smaller  city. 

In  Philadelphia — and  I  just  use  that  as  a  comparison  because  the 
numbers  seem  to  fit  well— those  2,600  cases  are  spread  over  eight 
counties  with  almost  5  million  people.  In  Chicago,  there  are  3,100 
cases  among  over  6  million  people.  Now,  the  burden  for  caring  for 
these  cases  is  shared  by  a  much  broader  base  of  government  and 
taxpayers. 

It  is  a  much  different  story  in  Jersey  City.  It  is  one  of  the  hard- 
est-hit areas  in  the  country.  It  has  had  to  cope  with  over  1,400 
AIDS  cases  and  it  is  an  area  with  just  over  500,000  people.  So  it 
I  doesn't  have  the  2,000  requirement,  but  it  certainly  has  a  percent- 
age of  the  population  that  is  significantly  higher  than  many  other 
places.  It  means  that  0.26  percent  of  the  population  suffers  from 
AIDS.  That  is  five  times  the  incidence  rate  of  Philadelphia  or  Chi- 
cago. 

In  fact,  its  incidence  rate  is  higher  than  all  but  two  of  the  areas 
that  qualify  for  title  III  assistance  under  the  bill.  Certainly  Phila- 
delphia and  Chicago  need  help,  but  so  does  Jersey  City. 

I  have  a  letter  for  the  record,  Mr.  Chairman,  that  I  would  like  to 
submit,  which  explains  this  concern  in  more  detail.  It  is  signed  by 
myself.  Senator  Bradley,  Congressman  Guarini  and  Congressman 
Torricelli. 

I      We  propose  a  modification  to  the  bill  that  would  make  the  inci- 
i  dence  rate  a  factor  in  determining  title  III  eligibility  and  I  hope 
that  the  chairman  and  the  members  of  this  subcommittee  will  seri- 
I  ously  consider  it  before  it  marks  up  the  bill, 
i     I  thank  you  very  much  for  this  opportunity  to  testify. 
[The  letter  referred  to  by  Senator  Lautenberg  follows:] 


236 


FRANK  R  LAUTENBERG 

K,.^  ,p«=»v  BUDGET 


APPROPRIATIONS 


Bnited  States  Senate 


ENVIRCMMErj  r  AND  PUBLIC  WORKS 


""""  WASHINGTON,  DC  205  10-3002 

JUSTICE  STATE  AND  junrCIARY 


April    19,  1990 


The  Honorable 
Henry   A.  Waxman 
Cha  i  rman 

Subcommittee    on    Health   and    the  Environment 
House    Committee    on   Energy   and  Commerce 
House    of  Representatives 
Washington,    D.C.  20515 


Dear   Chairman  Waxman: 


When    the    Subcommittee    on   Health   and    the   Environment   marks  up 

H.  R.    4470,    the    AIDS    Prevention   Act    of    1990,    we    urge    you  to 
include    a    provision    that   would    enabla    the    PMSA  of    Jersey  City  in 
Hudson   County,    New   Jersey    to    qualify   for   Title    III  assistance. 

Under   the    bill   as   drafted,    the   area   does   not   qualify  for 
Title    III    funding    because    it    does   not   meet    the    2,000  AIDS  case 
threshold.      However,    Jersey   City   is   clearly   one   of    the  most 
heavily   impacted   metropolitan   areas   in   the   country   and  is 
deserving   of   Title   I   aid.      The   PMSA  of   Jersey   City   currently  has 

I,  428  AIDS  cases.  Its  estimated  population  is  about  550,000. 
This  means  that  .26%  of  the  population  in  Jersey  City  suffers 
from   AIDS . 

Jersey   Ci'ty's    .26%   incidence    rate   is   higher   than  all   but  two 
of    the   areas   that   do   qualify   for   Title    III   assistance   under  the 
bill.      It    is    five    times    the    incidence    rate    in   Chicago  and 
Philadelphia,    three    times   the    incidence   rate   in   Dallas,   and  two 
and    a    half    times    the    incidence    rate    in  Washington,    D.C.  Because 
of    the    extremely    high   numbers    of    AIDS   victims    in    the  area 
comoared    to    the   population,    it    is   undeniable   that    the   area  is 
heavily   impacted   and    in   need   of    the   kind   of   emergency  assistance 
that    would    be    available    under   Title    III   of    the  bill. 


Unlike   many   of    the   areas   that   will   receive   Title  III 
assistance    under    the    legislation,    only    one    county    is   in   the  PMSA 
that   includes   Jersey   City.      For   that    reason,    only   the   AIDS  cases 
in   that    one    county   are   counted   toward   the    2,000   threshold.  At 
the    same   time,    because   of    the   Census   Bureau's   definition  of 
PMSAs ,   other   areas    that   qualify   for   Title    III   assistance  can 
count   AIDS   cases   from   several   counties   --   including   a  total 
population   several   times   the    size   of   Jersey   City   —  to   reach  the 
2,000   threshold.      For   example,    the   PMSA  in  which   the   city  of 
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Philadelphia  is  included  includes  eight  counties,  three  of  which 
are    in   my    state    of    New  Jersey. 

We    do   not    believe    that    Jersey   City    should   be    prevented  from 
qualifying   under    Title    III   of    the    bill    because    the    Census  Bureau 
has    included   only   one    county    in    that    particular   PMSA.      If  for 
example,    the    PMSA   in   which   Jersey   City    is    located    included  two 
other   counties,    neighboring   Bergen   and    Passaic    Counties,  nearly 
2,500   AIDS    cases   would    be    attributed    to    the   area,    more    than  the 
2,000   needed    to   qualify   for   Title    III   funding.      The  total 
population   for    the    three    counties    --   roughly    1.3   million   --  would 
still    be    less    than    the   population   of    other   PMSAs    that  are 
eligible    for    Title    III  assistance. 

We   propose    that    the    Committee    include    the    attached  language 
in   the    bill    to    provide    assistance    to   any   metropolitan   area   with  a 
population   of    500,000   or   more   with    an   incidence    rate   of    AIDS  that 
exceeds    .2%   of    the   population.      This   would   enable   the  heavily 
impacted   PMSA  of    Jersey   City    to    qualify   for    assistance  under 
Title    I   of    the    bill.      No   other    areas   would   be    added   under  Title 
III   because    San   Francisco,    San   Juan,    New  York,    Newark.,    and  Miami 
--   the   only   other   areas   that   could   also   meet    that    standard  -- 
already   qualify   under    the    2,000   threshold.      Making  this 
modification    to    include    Jersey    City   would    certainly   be  consistent 
with    the    goal    of    providing   assistance    to    the   areas    in  greatest 
need . 

The   need    for   assistance    in   heavily    impacted  metropolitan 
areas   like   Jersey   City   is   tremendous.      Our   cities   and  counties 
are    struggling   to   provide    sorely   needed   services   to   AIDS  victims 
and   their   families.      We   applaud   your   initiative   in  developing 
this   legislation.      We   hope   you  will   agree   that   Jersey   City  is 
among   those   cities   that   are    in   greatest   need   and   that  we   can  work 
together   to    include    the   area   under   Title   III   of    the  legislation. 


We   appreciate   your  consideration. 


Proposed  Amendment  to  H.R.   447  0 


On  page  29,  line  19,  after  the  words  "Disease  Control",  insert 
"or  is  a  metropolitan  area  with  a  population  of  500,000  or  more  with 
an  incidence  rate  of  AIDS  that  exceeds  .2%  of  the  population." 
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Mr.  Waxman.  Thank  you,  Senator.  You  raised  an  excellent  point 
that  I  think  we  need  to  give  full  consideration  to  as  we  look  at 
trjdng  to  be  of  assistance  to  the  areas  that  are  hardest  hit.  Certain- 
ly Jersey  City  is  reeling  under  its  burden,  as  some  of  these  other 
areas  that  have  been  singled  out. 

Unfortunately,  this  whole  country  is  going  to  be  faced  with  a 
tidal  wave  of  cases  and  the  health  care  cost  for  those  cases  if  we 
don't  deal  as  quickly  as  possible  in  a  manner  to  get  the  early  inter- 
vention drugs  to  people  to  prevent  all  the  opportunistic  infections 
and  full-blown  AIDS  and  pneumonia  and  even  after  we  do  that,  we 
will  still  have  so  many  cases  yet  to  go  into  our  health  care  system 
without  adequate  coverage  for  those  people. 

You  highlighted  a  point  for  us  that  we  definitely  want  to  take 
into  consideration  and  I  thank  you  for  it. 

I  know  you  must  run.  Let  me  just  see  if  any  of  our  colleagues 
have  a  question.  If  not,  we  are  going  to  have  to  let  you  go  on  to 
your  other  business. 

Any  quick  questions  of  the  Senator,  Mr.  Dannemeyer? 

Mr.  Dannemeyer.  Yes.  I  want  to  welcome  the  Senator.  I  suspect 
you  may  not  be  aware  of  it,  and  I  don't  mean  to  put  you  on  the 
spot,  but  the  official  voice  of  organized  medicine  in  your  State,  the 
New  Jersey  State  Medical  Society,  has  endorsed  the  bill  that  I  in- 
troduced last  year,  H.R.  3102,  the  Public  Health  Response  Act  of 
1989. 1  don't  know  if  you  are  aware  of  that  or  not? 

Senator  Lautenberg.  I  am  not  aware.  Congressman. 

Mr.  Dannemeyer.  So  I  am  just — if  you  know  about  it,  H.R.  3102, 
I  would  appreciate  your  comments  about  it. 

Senator  Lautenberg.  I  will  get  back  to  you.  I  am  not  fully  famil- 
iar with  it.  New  Jersey  has  this  unenviable  position  of  having  a 
large  number  of  AIDS  cases.  We  are  the  most  densely  populated 
State  in  the  Union.  We  are  also  one  of  the  most  inventive  States. 
We  are  third  among  patent  producers  and  ninth  in  size.  We  are  an 
energetic,  vibrant  State  and,  unfortunately,  we  haven't  had  until 
not  too  long  ago,  the  kind  of  medical  facilities  that  befit  a  State  of 
our  size  and  our  technological  skill. 

We  are  just  knuckling  under  in  number  of  cases  of  AIDS  

Mr.  Dannemeyer.  You  have  the  fourth  highest  total  of  any  State 
in  the  Union.  That  is  not  anything  to  be  proud  of,  but  it  is  a  fact. 

Senator  Lautenberg.  Absolutely. 

Mr.  Dannemeyer.  My  State  of  California,  by  the  way,  has  the 
second  highest  total. 

Senator  Lautenberg.  If  we  had  your  population,  it  would  be  a 
little  crowded  in  New  Jersey's  boundaries.  But  you  also  have  an  en- 
ergetic and  talented  population  in  your  State  and  if  I  am  not  mis- 
taken, I  heard  some  very  exciting  news  last  night  about  a  discovery 
that  I  think  came  out  of  California  that  would  help  cure  a  blood 
disorder,  cancer  of  the  blood  cells,  leukemia  among  them,  with  one 
treatment.  I  don't  know  whether  you  saw  it.  It  was  stunning.  One 
treatment,  no  side  effects,  and  people  walked  away  after  that. 

Mr.  Dannemeyer.  I  would  ask  you  to  take  a  look  at  H.R.  3102.  I 
would  welcome  your  endorsement  of  it,  as  I  would  the  other  mem- 
bers of  the  delegation  from  the  great  State  of  New  Jersey,  because 
the  cornerstone  of  H.R.  3102,  very  candidly,  is  a  process  that  re- 
grettably, as  I  said  in  my  opening  statement,  many  States  in  the 
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Union  have  not  put  in  place,  namely,  reportability  for  HIV  carriers 
and  contact  tracing. 
I  don't  know  whether  you  have  dug  into  the  practice  of  medicine 
!  deeply  enough  to  appreciate  the  significance  of  that  step  that  has 
been  overlooked  by  too  many  public  health  officials  in  this  country 
in  dealing  with  the  epidemic.  But  if  you  haven't  dug  into  it  enough 
to  

Senator  Lautenberg.  We  will  take  a  look. 

Mr.  Dannemeyer.  I  would  recommend  that  to  you,  sir,  because 
when  you  do  that  digging,  as  I  did  in  developing  my  approach  to 
this  issue,  I  came  to  the  realization,  why  in  the  world  do  those  of 
us  outside  medicine— I  am  a  lawyer  by  profession— I  don't  know 
what  your  background  is,  but  you  

Senator  Lautenberg.  I  am  not  a  lawyer. 

Mr.  Dannemeyer  [continuing].  Are  not  a  doctor,  are  you? 

Senator  Lautenberg.  I  am  not  a  lawyer,  no. 
,  Mr.  Dannemeyer.  Are  you  a  doctor? 

Senator  Lautenberg.  I  am  a  businessman. 

Mr.  Dannemeyer.  All  right.  The  problem  we  lay  men  and 
women  have  in  the  country  is  that  we  necessarily  rely  on  the  lead- 
ers in  the  medical  profession  and  in  the  public  health  world  to  give 
us  guidance  as  to  how  we  are  going  to  establish  public  policy.  One 
of  the  tragic  aspects  of  the  whole  epidemic  is  that  the  American 
public  has  been  tr^cally  failed  by  certain  leaders  of  the  medical 
profession  across  this  country  who  have  permitted  themselves  to  be 
placed  in  the  position  of  treating  it  as  a  civil  rights  issue,  not  a 
public  health  issue. 

Senator  Lautenberg,  We  will  certainly  take  a  look. 
I     Mr.  Waxman.  Mr.  Rowland. 

;!  Mr.  Rowland.  Sir,  thank  you  very  much  for  being  here  and  con- 
gratulations on  not  being  a  lawyer. 

Senator  Lautenberg.  I  think  New  Jersey  is  one  of  the  few  States 
in  which  neither  Senator  is  a  lawyer,  but  both  of  us  are  members 

I  of  the  Hall  of  Fame.  Everyone  knows  that  Bill  Bradley  is  a 

I  member  of  the  Hall  of  Fame.  It  is  basketball.  I  am  a  member  of  the 
Hall  of  Fame  of  information  processing.  It  doesn't  really  take  a  lot 
of  people's  fancy  when  I  say  that. 

II  Mr.  Rowland.  You  certainly  do  point  out  what  I  believe  is  an 
!!  area  that  needs  to  be  addressed  in  this  legislation,  and  that  is  those 

areas  where  there  is  less  than  the  population  that  is  required  for 
|!  these  impact  funds. 

I  i  The  National  Commission  on  AIDS  has  just  completed  this  week, 
Monday  and  Tuesday,  site  visits  in  my  home  State  of  Georgia  in 
the  rural  areas  to  look  at  what  is  taking  place  there.  There  is  the 
largest  percent  increase  in  the  number  of  AIDS  cases  in  the  rural 
areas,  versus  the  urban  areas.  Thirty-seven  percent  in  rural  areas 
over  the  past  year,  as  compared  to  5  percent  in  the  urban  areas — 
that  is,  increase,  not  the  number  of  cases. 

So  it  is  very  important,  I  believe,  as  you  point  out,  that  we  ad- 
dress those  areas  where  there  is  a  significant  increase  in  numbers 
i  of  cases  outside  of  these  large  urban  areas.  That  is  something  that 
I  we  will  be  looking  at  and  something  that  we  have  already  talked 
about  here  addressing,  so  I  appreciate  you  focusing  attention  on 
that  very  problem. 
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Senator  Lautenberg.  Thank  you  very  much. 

Mr.  Waxman.  Senator,  thank  you  very  much,  and  while  you  are 
looking  at  these  bills,  take  a  look  at  Senator  Moynihan's  bill,  which 
is  a  companion  to  our  measure,  on  Medicaid  to  cover  early-inter- 
vention drugs. 

Senator  Lautenberg.  I  always  look  at  Moynihan's  bills.  He  is 
senior  to  me  on  the  Environment  Committee.  Thank  you. 

Mr.  Waxman.  Thank  you  very  much  for  being  with  us. 

Without  objection,  we  have  a  statement  by  Congressman  Frank 
Guarini.  I  don't  know  if  he  is  planning  to  be  here  or  not,  but  I 
think  he  is  on  the  Budget  Committee,  and  today  the  Budget  Com- 
mittee is  very  busy.  Without  objection,  his  statement  will  be  made 
part  of  the  record.  [See  p.  301.] 

Our  third  panel  is  made  up  of  people  who  have  worked  and  lived 
with  AIDS  for  years  now,  people  who  have  taken  up  the  efforts 
that  the  government  has  let  fall. 

David  Wexler  is  the  chair  of  the  board  of  directors  of  AIDS 
Project  Los  Angeles,  the  oldest  and  largest  of  the  southern  Califor- 
nia voluntary  AIDS  groups.  APLA  serves  my  home  district  and  my 
constituents  and  has  been  the  lifeline  for  many  who  have  no  place 
else  to  turn.  The  organization,  its  employees,  and  its  volunteers  are 
very  literally  life  savers. 

Merv  Silverman  is  the  president  of  the  American  Foundation  for 
AIDS  Research.  His  organization  is  the  largest  private  AIDS  foun- 
dation and  he  has  been  a  recognized  authority  on  public  health  in 
AIDS  since  the  earliest  days  of  the  epidemic. 

Louis  Grant  is  a  person  who  is  living  with  AIDS.  He  was  diag- 
nosed with  AIDS  a  number  of  years  ago  and  has  lived  with  the 
daily  reality  of  health  care  systems  and  their  difficulties  and  suc- 
cesses. 

Gabe  Kelen  is  the  director  of  research  at  the  Department  of 
Emergency  Medicine  of  the  Johns  Hopkins  School  of  Medicine.  He 
deals  with  the  frontline  of  providing  health  care  to  people  with 
AIDS  in  an  emergency  room  setting,  many  of  them  having  no  pre- 
vious or  subsequent  primary  medical  services. 

Mark  Smith  is  the  associate  director  of  AIDS  Services  at  Johns 
Hopkins.  He  has  lead  the  way  in  the  development  of  outpatient 
early  intervention  services  and  primary  care  that  we  all  hope  can, 
if  adequately  financed,  reconfigure  the  way  AIDS  care  is  delivered 
in  the  future. 

Gentlemen,  we  are  pleased  to  welcome  you  to  our  subcommittee 
hearing  this  morning.  Your  prepared  statements  will  be  in  the 
record  in  full.  We  would  like  to  ask  each  of  you,  if  you  would,  to 
please  limit  your  oral  presentation  to  us  to  no  more  than  5  min- 
utes. 

We  would  like  to  start  with  Mr.  Grant,  if  we  might. 
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STATEMENTS  OF  LOUIS  GRANT,  NEW  YORK,  NY;  DAVID  WEXLER, 
CHAIR,  BOARD  OF  DIRECTORS,  AIDS  PROJECT  LOS  ANGELES; 
GABOR  D.  KELEN,  DIRECTOR  OF  RESEARCH,  DEPARTMENT  OF 
EMERGENCY  MEDICINE,  JOHNS  HOPKINS  SCHOOL  OF  MEDI- 
CINE; MARK  D.  SMITH,  ASSOCIATE  DIRECTOR  OF  AIDS  SERV- 
ICES, JOHNS  HOPKINS  SCHOOL  OF  MEDICINE;  AND  MERVYN  F. 
SILVERMAN,  PRESIDENT,  AMERICAN  FOUNDATION  FOR  AIDS 
RESEARCH 

Mr.  Grant.  Good  morning.  As  you  said,  I  am  Louis  Grant,  from 
New  York.  I  am  a  person  with  AIDS,  a  so-called  long-term  survivor 
in  that  I  have  lived  with  it  for  8  years.  I  am  also  a  member  of  the 
boards  of  the  Gay  Men's  Health  Crisis  in  New  York  City  and  the 
II   Community  Research  Initiative. 

|!      I  am  here  today  to  say  that  it  is  possible  to  survive  AIDS,  to  live 

'  with  it  through  early  diagnosis  and  treatment  and  that  now  there 
are  drugs  available  that  make  that  possible  and  have  it  made  it 
possible  for  me.  As  you  see,  I  am  a  thriving  survivor,  but  I  am 

[,   among  the  lucky. 

I  grew  up  taking  good  primary  care  for  granted.  My  parents, 

'  though  working  class,  hard  working  class  people,  made  that  possi- 
ble for  me  and  in  my  later  adult  life,  I  continued  to  maintain  con- 
tact with  my  doctors  on  a  regular  basis  so  that,  as  an  active,  sexu- 
ally active  adult,  as  the  AIDS  crisis — although  we  didn't  call  it  that 
at  that  time — began  to  increase  and  I  was  losing  friends,  I  was 
seeing  my  doctor  quite  regularly  in  order  to  make  sure  of  my 
status.  Finally,  at  a  point  8  years  ago,  I  was  diagnosed  with  AIDS, 
that  is  Kaposi's  sarcoma,  cancer. 

jji  At  the  time,  there  were  no  accepted  treatments  for  AIDS, 
though,  as  a  well-educated  man,  I  was  able  to  reach  out  on  my  own 
to  study  literature,  to  read  various  newspapers,  and  I  found  an  ex- 
perimental drug  trial  in  Brooklyn  on  maltrexone,  which  I  joined 
and  I  continue  to  take  maltrexone  and  it  seems  to  have  stabilized 

h  my  condition. 

I'ji  But  I  say,  I  am  among  the  exception  in  that  my  own  background 
sj  of  primary  care  and  my  knowledge  and  willingness  to  go  out  on  my 
ji  own  and  find  treatments  have  enabled  me  to  live  these  years.  I 
1 1  pieced  together  a  survival  package  for  myself,  which  included  this 
!   drug  and  others,  more  recently  pentamidine  and  AZT,  as  well  as 

nutritional  supplements  and  an  accelerated  schedule  of  medical 

checkups. 

I  am  also  the  Associate  Director  of  the  Center  for  Constitutional 
,    Rights  in  New  York,  so  I  have  continued  these  last  8  years  to  be  a 
'I  taxpayer  and  an  active  participant  in  my  community,  which  I 
}  think  we  all  desire,  that  citizens  in  this  country  be  able  to  do. 
If     This  crisis  has  meant  that  we  have  lost  a  number  of  very  talent- 
ed people,  that  our  tax  rolls  are  depleted,  not  only  by  the  fact  that 
they  are  not  able  to  pay  taxes,  but  the  drain  for  medical  care  has 
been  astronomical.  I  advocate  for  this  kind  of  early  intervention 
which  allows  people  like  myself  to  continue  to  do  what  we  must  do 
to  earn  a  living  and  pay  our  taxes  and  participate  in  our  commu- 
nity lives. 

As  I  have  said  before,  I  am  an  exception  to  the  normal  scenario 
i  of  quick  move  from  diagnosis  to  death.  Early  detection,  followed  by 
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treatment,  can  mean  survival,  thriving  survival  for  many  of  us.  In 
New  York  City,  the  case  load  is  expected  to  increase  from  22,000 
AIDS  cases  reported  at  the  end  of  1989  to  33,000  by  the  end  of  this 
year.  According  to  the  New  York  City  Commission  on  AIDS,  up  to 
225,000  New  Yorkers  are  HIV-positive.  Of  these,  the  New  York 
City  Department  of  Health  reports  that  117,000  have  a  T-cell  count 
below  500.  By  the  recommendations  of  the  Secretary  of  Health, 
those  117,000  should  be  receiving  medical  care  in  an  early  inter- 
vention program.  According  to  this  recommendation,  the  number 
of  people  needing  services  will  increase  by  tenfold. 

Unfortunately,  though  we  know  that  this  is  important,  in  fact,  at 
the  moment,  the  early  intervention  is  not  taking  place.  GMAC, 
among  the  various  community-based  groups,  private  groups,  sug- 
gests that  people  be  tested  for  HIV,  but  then  where  do  we  send 
them  if  they  do  find  that  they  are  positive?  That  is  a  major  ques- 
tion. 

At  the  moment,  we  are  treating  2,000  clients  and  anticipate  a 
100  percent  increase  to  4,000  within  a  year.  We  are  primarily  pri- 
vately funded,  but  those  funds  are  limited,  though  they  are  sub- 
stantial. 

The  various  examples  of  the  crisis  are  rampant.  In  this  Sunday's 
New  York  City  Newsday,  an  article  was  printed  about  the  problem 
of  finding  medical  professionals  in  the  area  of  AIDS.  The  various 
programs  that  directed  doctors,  young  doctors,  medical  students 
into  service  in  innercity  areas  have  decreased  or  are  nonexistent 
and  medical  people  are  not  choosing  to  go  into  this  area. 

I  could  make  many  other  examples.  Basically,  I  am  here  to  advo- 
cate for  this  bill  and  to  indicate  that  this  person,  myself— I  have 
been  able  to  survive  and  I  hope  that  many  others,  as  I  have 
watched  over  the  years,  will  be  able  to  survive  with  AIDS  through 
early  intervention  and  detection. 

Mr.  Waxman.  Thank  you  very  much  for  your  testimony  and  i 
your  willingness  to  come  here,  Mr.  Grant. 

Mr.  Grant.  Thank  you. 

Mr.  Waxman.  We  would  like  to  hear  from  Mr.  Wexler  next. 

STATEMENT  OF  DAVID  WEXLER 

Mr.  Wexler.  Thank  you,  Mr.  Chairman.  I  should  admit  at  the 
start,  from  what  I  have  heard  this  morning,  in  the  interest  of  full 
disclosure,  that  I  am  a  lawyer. 

Mr.  Waxman.  I  won't  hold  it  against  you. 

Mr.  Wexler.  I  am  also  the  chair  of  the  board  of  AIDS  Project 
Los  Angeles,  which  is  the  largest  AIDS  service  organization  in  Los 
Angeles  County. 

We  serve  2,250  persons  with  AIDS,  which  is  68  percent  of  the 
people  in  Los  Angeles  County  with  AIDS.  I  am  a  volunteer.  AIDS 
Project  Los  Angeles  operates  with  1,100  volunteers.  We  have  an 
annual  budget  of  $10.5  million,  70  percent  of  which  is  raised  from 
the  private  sector. 

We  provide  counseling,  housing,  food,  transportation,  buddy  pro- 
gram and  other  services,  educational  programs.  Our  hotline  an- 
swers 5,000  calls  a  month. 


am 
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There  are  250  other  organizations  in  Los  Angeles  County  which 
provide  services  to  people  with  AIDS.  They  range  from  education, 
testing,  preventive  therapy,  medical  and  social  services.  I  am  here 
to  urge  you  to  provide  funding  for  early  intervention  of  medical 
care  to  HIV-infected  persons,  to  delay— and  prevent  the  onslaught 
of  AIDS  and  to  assist  community-based  organizations  providing 
services  to  persons  with  AIDS.  The  AIDS  population  is  increasing 
at  an  alarming  rate. 

AIDS  Project  Los  Angeles  and  other  community-based  organiza- 
tions are  being  swamped  with  clients.  The  projected  numbers  for 
the  near  future  are  staggering.  We  are  told  that  by  the  end  of  1993, 
our  client  population  will  quadruple. 

Now,  the  Los  Angeles  County  strategic  plan,  which  is  about  to  be 
issued,  estimates  that  by  the  end  of  1992,  13,000  HIV-infected 
people  in  Los  Angeles  County  will  require  medical  treatment  and 
99,000  asymptomatic  people  will  require  monitoring  to  determine 
when  that  medical  treatment  is  necessary. 

In  the  early  years  of  AIDS,  there  was  little  you  could  do,  but  sci- 
ence has  now  developed  drugs  which  will  delay  the  onslaught  of 
AIDS  in  most  infected  persons  for  years.  By  proper  testing  to  iden- 
tify HIV-infected  persons,  monitoring  such  persons  and  early  medi- 
cal intervention  when  indicated,  we  can  increase  the  length  of  sur- 
vivability, the  years  of  healthy  and  productive  life  of  people  with 
AIDS  by  years. 

By  establishing  a  continuum  of  care,  we  can  keep  HIV  people 
well,  working,  contributing  to  society,  paying  taxes.  We  can  delay 
j  the  time  of  their  medical  and  physical  needs  and  the  depletion  of 
1  the  funds  that  are  available,  both  to  government  and  to  communi- 
ty-based organizations. 

More  importantly,  we  can  increase  years  of  productive  satisfying 
life  for  hundreds  of  thousands  of  people.  We  believe  that  because  of 

I  the  long  incubation  period  between  the  infection  and  development 

II  of  AIDS,  tens  of  thousands  of  persons  in  Los  Angeles  County  and 
hundreds  of  thousands  of  persons  in  the  United  States  will  develop 
seriously  impaired  immune  systems  in  the  next  2  years.  Unless 
treated,  these  people  will  develop  AIDS.  We  must  find  these  people; 
we  must  monitor  them  and  we  must  provide  the  drugs  which  are 
now  available  to  keep  them  healthy  and  productive.  We  will  there- 
by save  far  greater  costs  to  society,  both  in  the  loss  of  contributing 
persons  and  the  costs  of  treating  persons  with  AIDS,  which  will 
result  when  these  ignored  human  begins  develop  AIDS. 

I  implore  this  Congress  to  provide  the  funds  necessary  to  allow 
testing,  monitoring  and  medical  treatment  for  asymptomatic  HIV 
persons.  I  ask  that  you  do  this  because  it  makes  economic  sense 
and  because  it  is  the  moral  and  humane  thing  to  do. 

Finally,  no  matter  how  much  early  intervention  we  provide,  for 
many,  if  not  most  infected  people,  the  onslaught  of  AIDS  is  inevita- 
ble. Ultimately,  a  person  with  AIDS  will  no  longer  be  able  to  work 
and  most  will  deplete  their  funds.  These  people  face  an  incurable, 
wasting,  debilitating  disease  and  poverty. 

They  do  and  will  turn  to  community-based  organizations  for  as- 
sistance, but  it  will  be  impossible  for  AIDS  Project  Los  Angeles  or 
any  other  community-based  organization  to  keep  up  with  the  pro- 
jected growth  of  persons  with  AIDS.  We  cannot  possibly  raise  the 


244 


funds  from  the  private  sector  to  sustain  the  growth  that  is  project-  . 
ed.  Other  community-based  organizations  throughout  the  country  j  J 
face  a  similar  struggle  and  a  bleak  future.  ^ 

I  implore  you,  the  numbers  will  rise  like  a  tidal  wave.  We  cannot 
provide  the  vital  services  presently  provided  without  government  J« 
help.  A  natural  disaster  is  looming  before  you  among  your  constitu- 
ents. 

Let  me  leave  you  with  one  additional  thought.  Some  day,  God 
willing,  there  will  be  a  cure.  The  more  people  we  keep  alive,  the 
longer  we  sustain  life,  the  more  people  will  be  there  on  that  bril-  ] 
liant  day  when  the  cure  is  found. 

Increasing  the  number  of  cured  people  returned  to  a  happy, 
healthy  and  productive  life  on  that  brilliant  day  is  in  your  hands.  I 
beg  you  to  act. 

Thank  you. 

[The  prepared  statement  of  Mr.  Wexler  follows:] 


Statement  of  David  Wexler 
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I  am  speaking  today  on  behalf  of  AIDS  Project  Los  Angeles,  the  oldest  and  largest  | 
community-based  AIDS  service  agency  in  Southern  California.  AIDS  Project  Los  An-  ' 
geles  is  currently  meeting  the  needs  of  over  2,250  men,  women  and  children  with  [ 
AIDS,  representing  68  percent  of  the  entire  AIDS-diagnosed  population  of  Los  Ange-  I 
les  County.  Our  services  include  case  management,  mental  health,  emergency  food, 
shelter,  and  transportation,  dental  and  home  health  care,  the  Southern  California  ' 
Regional  AIDS  Hotline,  insurance  and  public  benefits  counseling,  a  300-member  !' 
Buddy  program,  and,  soon,  long-term  low-income  housing.  Over  100  paid  staff  and  |' 
1,100  active  volunteers  work  at  AIDS  Project  Los  Angeles. 

AIDS  Project  Los  Angeles  estimates  that  there  are  over  250  other  community-  |ij|?'t 
based  agencies  which  are  helping  to  provide  the  broad  spectrum  of  HIV-related  serv- 
ice needs  in  Los  Angeles  County.  Their  services  range  from  education,  to  surveil-  f 
lance,  to  testing  and  counseling,  to  preventive  therapy,  to  emergency  and  long-term 
medical  and  social  services.  These  agencies,  along  with  APLA,  strive  to  meet  the 
needs  of  a  population  which  is  expanding  at  an  alarming  rate,  and  a  public  and  gov-  1 1  On 
ernmental  climate  which,  for  reasons  unknown  to  us,  seems  gradually  to  be  slipping 
into  the  conviction  that  the  worst  of  the  AIDS  crisis  is  somehow  over. 

I  am  here  today  to  tell  you  that,  for  those  of  us  working  in  community-based 
agencies  in  Los  Angeles  County,  the  AIDS  crisis  is  most  assuredly  NOT  over;  in  fact, 
without  immediate  emergency  funding  the  future  is  catastrophic. 

According  to  the  Los  Angeles  County  Strategic  Plan  for  fiscal  years  1990-91 
through  1992-93,  from  which  important  elements  of  my  testimony  are  drawn,  as  of  i 
April  1990,  more  than  9,000  persons  in  Los  Angeles  County  had  developed  AIDS 
The  plan  suggests  that  by  the  end  of  1993,  over  24,000  AIDS  cases  will  have  been  [ 
diagnosed  in  Los  Angeles  County.  Approximately  2,800  persons  with  AIDS  are  cur- 
rently living  in  the  County,  but  local  government  epidemiologists  estimate  that  Los 
Angeles  has  an  additional  109,000  HIV-infected  individuals.  By  the  end  of  1992,  it  is  j  'ijiiij 
estimated  that  approximately  13,000  HIV-infected  individuals  will  have  presenting  H 
symptoms  requiring  treatment,  and  that  there  will  be  at  least  99,000  asymptomatic  i  % 
individuals  in  need  of  medical  monitoring  and  preventive  therapy  in  order  to  slow  i  iijj, 
their  progression  to  illness.  i  ; 

Furthermore,  during  the  1990-91  fiscal  year,  the  cost  of  providing  public  sector  I  i^^ 
outpatient  care  to  these  asjmiptomatic  HIV-infected  men  and  women  for  early  inter-  \  U^, 
vention  will  be  over  $177  million,  and  by  the  1992-93  fiscal  year,  over  $186  million.  |  L 
The  combined  public  and  private  sector  cost  in  Los  Angeles  County  for  the  full  spec-  i  i|j 
trum  of  medical  and  support  services  for  HIV-infected  populations,  including  mental  j  ji 
health  care,  case  management,  housing,  hospice,  and  home  care,  will  be  nearly  $840  j 
million  dollars  in  1990-91,  and  close  to  $1  billion  dollars  in  1992-93.  i  ^Jj 

The  health  and  social  service  system  in  Los  Angeles  County  will  need  to  more  j  i^jjj^ 
fully  develop  a  plan  to  provide  services  to  these  HIV-infected  populations  in  a  co-  ]  j. 
ordinated  and  proactive  manner.  Such  a  plan  will  need  to  integrate  medical  services  j 
along  a  continuum  of  care  from  the  time  of  testing  positive  for  HIV  infection  to  the  |  u 
time  of  needing  extensive  medical  care  ui  the  end  stages  of  AIDS.  It  must  also  co-  j  j? 
ordinate  human  service  delivery  among  the  many  public  and  commimity  health  and  j  ^ 
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I  human  service  agencies  providing  service  in  our  area.  This  coordination  and  the 
necessary  service  development  and  integration  need  to  build  on  the  HRSA/RWJ 
demonstration  grant  activities  which  have  provided  the  underpinnings  for  our  cur- 
rent community-based  service  system.  The  expansion  of  those  existing  structures  is 
absolutely  necessary  to  insure  the  ability  of  Los  Angeles  County  to  meet  the  future 
needs  posed  by  the  growing  HIV  caseload. 

The  currently  the  missing  link  in  the  successful  implementation  of  a  continuum- 
based  service  plan — will  be  the  provision  of  early  intervention,  monitoring,  and 
access  for  asymptomatic  HIV-positive  individuals. 

The  Los  Angeles  Coimty  HIV  Strategic  Plan  projects  the  need  for  AIDS  services 
along  a  continuum  of  care  based  on  the  depletion  of  T-helper  lymphocytes  as  a  clini- 
cal index  of  progression  to  symptomatic  illness.  Under  such  a  projection  system,  an 
estimate  of  the  number  of  HIV-infected  persons  with  particular  T-cell  counts  drives 
the  estimate  of  services  needed;  in  the  Los  Angeles  County  Strategic  Plan,  the  fol- 
lowing three  distinct  divisions  of  T-cell  level  have  been  made:  those  T-cell  coimts 
below  200;  those  with  counts  between  200  and  500;  and  T-cell  counts  above  500. 

Among  those  with  T-cell  counts  below  200  are  patients  presenting  symptoms  and 
requiring  hospitalization  and/or  extensive  outpatient  services.  Among  the  HIV-in- 
fected who  are  still  asymptomatic,  the  County  estimates  that  at  any  given  time,  30 
percent  will  have  T-cell  counts  below  200;  50  percent  will  have  T-cell  counts  between 
200  and  500;  and  20  percent  will  have  counts  above  500.  Over  the  next  two  and  one- 
half  years,  individusds  in  the  category  of  HIV-asymptomatic  with  T-cell  coimts 
under  200  will  increase  most  dramatically,  from  30,946  in  1990-91,  to  52,746  by  mid- 
1993.  These  individuals  are  precisely  those  who  will  be  in  greatest  need  of  close 
medical  monitoring  and  access  to  treatment  therapies  in  order  to  extend  the  period 
of  time  prior  to  becoming  symptomatic. 

The  case  for  expanding  therapeutic  strategies  aimed  at  asymptomatic  HIV-infect- 
ed individuals  is  compelling.  Epidemiologic  data  has  demonstrated  that,  without 
adequate  early  intervention,  a  large  percentage  of  persons  infected  with  HIV  will 
progress  to  end-stage  AIDS.  There  is  also  powerful  evidence  that  developing  drugs 
such  as  AZT  can  effectively  stop  replication  of  the  retrovirus,  carrying  the  possibih- 
ty  that  such  drugs  will  conceivably  decrease  infectivity  and  eventually  slow  the 
spread  of  the  epidemic.  In  addition,  the  steadily  increasing  incidence  of  nonoppor- 
tunistic  infections  associated  with  the  presence  of  HTV — syphilis,  tuberculosis,  and 
bacterial  pneiunonia — may  be  more  effectively  contained  if  effective  antiretroviral 
agents  are  added  to  regimens  in  use  for  the  primary  treatment  of  these  illnesses. 

Our  current  problem  is  that  the  time  in  which  we  can  still  effectively  intervene 
on  behalf  of  asymptomatic  HIV-infected  individuals  is  rvmning  out.  Studies  in  San 
Francisco  demonstrate,  for  example,  that  approximately  80  percent  of  the  homosex- 
ual and  bisexual  men  who  were  infected  with  HTV  between  1978  and  1987  acquired 
the  virus  by  1984.  This  suggests  that  a  large  segment  of  that  HIV-infected  popula- 
tion is  now  rapidly  approaching  the  late  stages  of  infection  prior  to  developing 
j  AIDS.  Since  the  beginning  of  the  epidemic,  the  largest  proportion  of  AIDS  cases  in 
;  Los  Angeles  Coimty  has  consistently  been  among  gay  and  bisexual  men,  even 
among  ethnic  minority  cases,  suggesting  a  similar  impending  closeness  to  full-blown 
AIDS  in  the  near  future  on  the  part  of  a  large  percentage  of  our  population. 

The  optimal  plan  for  the  provision  of  appropriate  treatment  to  HIV-infected 
asymptomatic  individuals  would  include  providing  semiannual  monitoring  but  no 
AZT  and  pentamidine  therapy  to  persons  with  T-cell  counts  over  500;  for  individuals 
with  T-ceU  counts  between  200  and  500,  provision  of  weekly  monitoring  for  the  first 
three  months,  followed  by  monthly  monitoring,  and  administration  of  AZT  regi- 
!  mens;  and  the  addition  of  pentamidine  to  individuals  with  T-cell  counts  under  200. 
It  is  estimated  that  only  50  percent  of  this  third  group  will  be  able  to  tolerate  AZT, 
and  that  50  percent  of  those  who  can  tolerate  AZT  will  develop  anemia.  One-half  of 
these  will  require  blood  transfusions,  while  the  remaining  half  will  receive  the  drug 
EPO. 

I  The  West  Hollywood  HIV  Clinic  and  the  Los  Angeles  County/USC  Medical  Center 
1  Los  Angeles'  existing  key  hubs  for  HIV-asymptomatic  treatment  currently  provide 
I  monitoring  and  prophylaxis  therapy  to  approximately  500  HIV-infected  individuals 
I  on  a  regular  basis.  In  order  to  meet  the  existing  need  of  currently  infected  asympto- 
\  matic  men  and  women  in  Los  Angeles  County  who  are  not  receiving  treatment 
I  through  private  providers,  it  is  estimated  that  the  capacity  for  services  would  have 
i  to  increase  to  39,000  by  mid-1991.  Because  early  intervention  for  HIV-infected  indi- 
'  viduals  has  a  direct  correlation  to  a  prolonged  and  qualitatively  superior  lifespan,  it 
is  imperative  that  these  improvements  to  the  system,  radical  as  they  are  in  terms  of 
I  increase  over  existing  expenditures,  must  be  made  immediately. 
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One  out  of  every  seventy  residents  in  Los  Angeles  County,  or  109,000  persons  is 
estimated  to  be  infected  with  HIV.  Barring  the  infusion  of  the  resources  necessary 
to  meet  their  care  and  treatment  needs,  we  have  every  expectation  that  every  one 
of  these  persons  will  eventually  g:o  on  to  develop  AIDS.  Not  oidy  will  this  catastro- 
phe create  an  unprecedented  crisis  for  both  the  public  and  private  health  care  sys- 
tems in  our  county,  but  it  will  precipitate  untold  suffering  for  the  men,  women,  and 
children  already  infected  or  soon  to  be  infected  with  HIV.  Finally,  we  believe  this  is 
true  not  only  for  our  own  County  of  Los  Angeles,  but  for  all  high-incidence  metro- 
politan areas  of  the  United  States. 

Mr.  Waxman.  Thank  you  very  much,  Mr.  Wexler. 
Mr.  Kelen. 


STATEMENT  OF  GABOR  D.  KELEN 

Mr.  Kelen.  Thank  you,  Mr.  Chairman,  members  of  the  commit- 
tee. My  name  is  Gabe  Kelen.  I  am  a  board-certified  emergency  phy- 
sician at  the  Johns  Hopkins  Hospital  and  on  faculty  at  the  Johns 
Hopkins  University  School  of  Medicine. 

I  appreciate  the  opportunity  to  come  before  you  and  present 
some  of  the  data  regarding  our  patients  in  our  Emergency  Depart- 
ment in  Baltimore.  I  am  also  in  the  unique  position  of  thanking 
Mr.  Silverman,  because  it  was  his  organization  that  funded  some  of 
the  studies  that  I  will  be  presenting. 

I  think  we  are  all  familiar  now  with  the  huge  numbers  of  AIDS 
cases  that  are  being  projected  and  somewhere  in  the  neighborhood 
of  1  to  IV2  million  Americans  with  hidden  infections.  What  may  be 
less  well  known  is  that  there  are  80  million  patient  visits  to  emer- 
gency departments  each  year  in  this  country,  so  a  fair  number  of 
patients  with  HIV  infection  can  be  expected. 

Those  of  us  who  work  in  emergency  departments  are  legally  and 
ethically  bound  to  see  every  single  patient  who  comes  seeking  our 
care.  This  has  tremendous  potential  for  overburdening  our  system 
as  more  and  more  patients  with  HIV  infection  come  seeking  our 
aid.  This  is  particularly  true  for  innercities  and  particularly  true 
for  those  innercities  with  high  seroprevalence  of  HIV. 

This  will  affect  everybody's  care,  not  just  those  with  HIV  infec- 
tion, but  everybody  who  seeks  emergency  care.  (  j^j 

Innercities  serve  those  most  at  risk  of  HIV,  particularly  minori 
ties  and  those  with  risk  factors.  Our  particular  situation  is  75  per-  i 
cent  of  our  patients  are  black  and  22  percent  have  a  risk  factor,  \ 
half  of  those  being  intravenous  drug  use.  We  have  a  disproportion- 1 
ate  case  load  of  patients  who  are  relatively  impecunious.  \ 

We  know  that  the  wave  is  coming.  As  Mr.  Dannemeyer  men 
tioned,  just  a  few  years  ago,  we  had  a  3  percent  rate  of  HIV  infec 
tion  among  our  population,  and  now  it  is  around  7.5  percent.  I 
Among  young  black  males,  the  rate  is  actually  closer  to  about  15  a 
percent  or  so.  While  the  majority  are  still  currently  asymptomatic 
and  undiagnosed,  we  are  seeing  more  and  more  patients  with  ] 
symptomatic  HIV  infection.  A  few  years  ago,  we  estimated  that 
maybe  only  half  a  percentage  of  our  census  was  from  patients  with  J 
HIV  infection.  Now  it  is  around  2.5  percent  who  are  symptomatic. 

Johns  Hopkins  is  a  relatively  unique  situation,  but  our  patients ; 
are  probably  reflective  of  those  in  innercities.  We  are  designated  a 
treatment  center.  We  admit  50  percent  of  the  city's  AIDS  patients  b 
and  40  percent  for  the  entire  State.  j 
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For  those  of  you  who  happen  to  have  the  handout,  if  you  can 
I  turn  to  page  8,  I  will  just  briefly  review  the  characteristics  of  some 
I  of  these  patients. 

ij  Less  than  40  percent  actually  have  AIDS  and  just  under  50  per- 
i  cent  are  still  currently  asymptomatic,  and  as  these  patients  become 

symptomatic,  a  few  will  be  defined  as  AIDS,  but  many  will  simply 
i  be  what  is  currently  designated  as  ARC  and  they  may  not  qualify 
I  for  Federal  subsidies  as  it  is  currently  designed. 
I      Most  of  our  patients  are  followed  at  Johns  Hopkins,  but  at  least 
I  a  third  are  not  followed  by  anybody  at  all.  This,  despite  that  we 

have  a  free  clinic  that  is  willing  to  see  any  patient  who  is  infected, 
ij  regardless  of  ability  to  pay. 

f  Many  of  our  patients  are  relatively  sick  and  are  admitted.  Intra- 
1  venous  drug  users,  we  are  particularly  worried  about,  we  feel  they 
i!  represent  relative  recent  infection.  A  few  years  ago,  19  percent  of 
I  drug  users  were  seropositive.  Now  we  are  up  to  34  percent,  almost 
1  a  doubling. 

I      Very  few  of  them  are  being  followed.  Only  around  50  percent  are 
!  followed  by  a  physician,  despite  this  clinic,  as  compared,  say,  to  81 
percent  for  those  who  are  homosexual  or  bisexual.  They  are  fairly 
used  to  using  the  emergency  department  for  routine  care  and  that 
I  is  obvious  from  some  of  our  data. 

I  This  has  some  problems  for  emergency  department  and  for  those 
li  of  you  are  able  to,  if  you  could  follow  on  page  9,  on  table  I,  I  show 
you  the  breakdown  of  insurance  status  for  the  population  that  we 
show.  The  one  on  the  right,  the  general  emergency  department 
population,  is  everybody  who  comes  through  the  door.  We  already 
start  with  a  fairly  high  load  of  Medicaid  and  self-pajdng  patients. 

If  you  look  at  the  column  next,  all  patients  who  have  HIV  infec- 
tion, the  load  of  Medicaid  and  nonpaying  patients  has  increased. 
We  are  able  to  break  that  out  in  the  first  two  columns.  Those  are 
asymptomatic,  meaning  those  who  will  come  to  seek  our  care  later, 
perhaps  the  worse  payor  status  overall,  a  huge  load  of  Medicaid 
and  nonpajdng  patients.  Forty  percent,  almost,  for  Medicaid  and 
just  under  50  percent  for  self-pay. 

If  we  look  a  little  closer  at  who  these  patients  are  on  the  next 
table,  you  can  see  that  those  who  have  IV  drug  use  as  their  risk 
factor,  a  huge  Medicaid  load,  42  percent,  and  a  little  over  45  per- 
cent for  those  who  are  self-pay.  Perhaps  not  surprisingly,  if  you 
follow  on  table  4,  those  without  a  source  of  care  are  the  ones  who 
are  less  likely  to  be  able  to  pay  at  all. 

If  you  turn  to  the  next  page,  we  are  able  to  break  out  who  uses 
the  emergency  department,  based  on  the  type  of  insurance  that 
I  they  have.  People  with  private  insurance  tend  not  to  use  the  emer- 
j  gency  department  too  much.  The  most  visits  during  our  study  time 
t  period  was  six.  Those  with  Medicaid,  patients  visit  up  to  10  times, 
I  and  those  who  are  self-pay,  have  no  other  means  to  pay,  visit  us  up 
I  to  15  times  in  a  10-month  period. 

'  This  is  relatively  worrisome  because  innercities,  as  I  mentioned, 
begin  with  a  relatively  poor  payor  mix.  Our  budgets  are  strained. 
Our  particular  situation  is  that  we  run  a  deficit.  Medicaid  and 

I  most  States  do  not  reimburse  professional  fees  particularly  well. 
For  instance,  most  of  our  charges  for  a  typical  visit  range  from  $75 
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to  $125.  Medicaid  in  our  State  reimburses  professional  fees  at 
$10.50. 

By  comparison,  Medicare  is  somewhere  around  50  percent  and 
Blue  Cross/Blue  Shield  and  other  private  payors  are  closer  to  80  i 
percent. 

Our  overall  collection  rates  range  somewhere  around  30  percent  \ 
and  you  would  not  normally  be  able  to  make  a  living  on  that  basis. 

Let  me  just  summarize — move  to  the  recommendations  and  then 
I  will  finish  with  that. 

I  believe  that  methods  must  be  found  to  ensure  appropriate 
access  for  all  AIDS  patients.  Sources  of  funding  for  the  care  of  pa- 
tients with  HIV  infections  who  are  not  otherwise  able  to  pay  for 
services  must  be  found.  Appropriate  sources  for  their  care  must  be 
found  and  this  may  include  moving  from  specialist  care  to  those  in 
general  practice  and  I  believe  that  research  should  focus  not  just 
on  drug  use  behavior  among  that  risk  group,  but  also  on  patterns  I 
of  utilization  of  health  service.  When  free  clinics  are  available, 
they  should  make  themselves  available  for  that. 

Thank  you  very  much. 

[Testimony  resumes  on  p.  259.] 

[The  prepared  statement  of  Mr.  Kelen  follows:] 
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STATFTENT     OF     CABOR    p.  KFT.F^T 

Mr.  chairman  and  members  of  the  Committee.  My  name  is  Gabor  D.  Kelen,  M.D. 
I  am  a  board  certified  emergency  physician  at  The  Johns  Hopkins  Hospital  and  a  faculry 
member  of  the  Johns  Hopkins  University  School  of  Medicine.  I  appreciate  the  opportunity 
to  address  the  Committee,  and  present  data  from  our  studies  regarding  patients  with  HIV- 
1  infection  who  seek  health  care  in  our  emergency  department  in  Baltimore. 

BACKGROUND 

There  have  been  approximately  120,000  cases  of  AIDS  reported  to  the  Centers  for 
Disease  Control  (CDC)  to  date.  Recent  estimates  indicate  that  there  will  be  a  total  of 
285,000  cases  diagnosed  by  1991,  and  450,000  by  1993.  It  is  estimated  that  there  are 
another  1  to  1.5  million  Americans  who  have  asymptomatic  and  undiagnosed  infections. 
With  over  80  million  patient  visits  to  emergency  departments  in  this  country  each  year,  the 
epidemic  clearly  has  the  potential  for  major  impact  on  emergency  services. 

Americans  are  becoming  used  to  seeking  care  in  emergency  departments.  If  plans 
to  provide  anticipated  service  needs  for  the  increasing  number  of  patients  with  symptomatic 
HIV-1  infection  are  not  made  and  in  place  in  the  near  future,  emergency  departments  will 
likely  take  the  brunt.  Emergency  departments  are  ethically  and  legally  bound  to  evaluate 
all  patients  seeking  care,  and  render  necessary  care.  Should  emergency  departmenis 
become  overburdened,  the  result  will  be  a  decrease  in  quality  of  care,  a  decrease  in 
services,  or  both.  This  will  affect  not  only  HIV-1  infected  patients  but  all  patients  who  seek 
emergency  care. 

Already,  the  impact  of  the  HIV  epidemic  is  increasingly  being  felt  by  inner-city 
emergency  departments  in  areas  with  high  prevalence  of  HIV-1.  In  1986,  3.0%  of  patients 
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critically  ill  and  injured  presenting  to  the  Johns  Hopkins  Hospital  Main  Emergency 
Department  had  undiagnosed  HIV  infection.  In  1988,  6.0%  of  the  general  emergency 
department  patient  population  were  shown  to  have  HIV  infection.  Currently,  7.5%  of  the 
patients  have  HIV  infection.  Most  of  these  patients  (4%)  have  undiagnosed  asymptomatic 
infection,  although  the  proportion  of  symptomatic  patients  is  steadily  increasing.  In  1986 
less  than  0.5%  of  emergency  department  patients  had  symptomatic  HTV  infection.  By  1987, 
1.2%  of  the  emergency  department  patients  had  known  HIV  infection.  More  recently,  we 
estimate  that  2.5%  of  our  patient  population  has  known  HIV  infection.  Our  data  indicates 
this  proportion  is  likely  to  continue  to  increase  as  many  individuals  at  risk  of  acquiring  HTV 
use  the  emergency  department  as  a  source  of  care. 

THE  JOHNS  HOPKTNS  EXPERIENCE 
Patient  Population 

The  Johns  Hopkins  Hospital  (JHH)  is  a  designated  AIDS  treatment  center.  More 
than  50%  of  all  AIDS  admissions  in  Baltimore  City  and  40%  of  AIDS  admission  in 
Maryland  are  to  the  Johns  Hopkins  Hospital  (Maryland  State  AIDS  Program).  There  have 
been  1334  cases  of  AIDS  reported  in  SMSA  Baltimore  (528  live),  and  2326  cases  for  the 
state  of  Maryland  (944  alive)  through  to  January  1990. 

The  emergency  department  serves  a  predominantly  indigent  minority  population  in 
a  socioeconomically  disadvantaged  area,  although  many  patients  from  greater  Baltimore 
also  seek  our  services.  Annual  census  of  the  emergency  department  is  approximately  55,000 
patient  visits.  Approximately  75%  of  the  patients  are  black.  Among  our  general  emergency  ' 
department  patient  population  22%  have  been  shown  to  have  at  least  one  risk  factor  for 
HIV.  Half  of  these  (11%)  are  intravenous  drug  users. 
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Minorities  among  our  emergency  department  population  are  being  particularly 
affected  by  the  epidemic.  This  is  reflective  of  national  statistics.  Blacks  in  our  population 
are  more  than  twice  as  likely  to  be  infected  with  HTV  compared  to  whites.  Young  black 
males  approach  a  seroprevalence  of  16%.  Although  the  infection  is  predominantly 
concentrated  among  this  group,  we  have  found  HTV  infection  among  all  races,  both  sexes, 
and  distributed  over  a  wide  age  range. 

The  rate  of  new  infections  among  intravenous  drug  users  in  Baltimore  is  increasing 
at  an  alarming  rate.  In  1987,  19%  of  drug  users  had  unrecognized,  HTV  infection.  By 
1989,  34%  off  aU  drug  users  seeking  emergency  care  had  undiagnosed  infection.  The 
overall  prevalence  of  HTV-l  infection  among  all  drug  users  (diagnosed  and  not  diagnosed) 
in  our  population  is  even  higher.  Evidence  shows  that  patients  with  this  risk  factor,  use 
emergency  departments  as  a  primary  source  of  care. 

Utilliation  of  Emergency  Services  hv  HIV-l  Infected  Patients 

Data  available  from  a  10  month  consecutive  period  in  1988  (March  to  December) 
show  that  there  were  497  visits  from  299  individual  patients  with  a  previously  established 
diagnoses  of  HIV  infection  (Table  1).  This  is  an  average  of  1.7  visits  per  patient. 
However,  58  patients  (19.3%)  had  4  or  more  visits  during  this  time.  There  were  264  (53%) 
patients  visits  with  symptomatic  HIV  infection.  Of  these,  187  visits  were  from  106 
individuals  who  carried  a  diagnosis  of  true  AIDS. 

During  the  10  month  period,  106  individual  patients  with  AIDS  sought  emergency 
services  at  Johns  Hopkins.  Of  these,  96  lived  within  SMSA  Baltimore.  There  were 
approximately  317  live  patients  with  AIDS  in  Baltimore  in  1988.  Thus,  during  this  10 
month  period  more  than  30%,  of  the  known  AIDS  patients  in  Baltimore,  sought  emergency 
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care  at  least  once  at  Johns  Hopkins.  I 

The  majority  of  our  patients  (68%)  have  a  regular  source  of  care  (Table  1). 
However,  66%  of  the  visits  occurred  when  the  usual  source  of  care  was  unavailable. 
Further,  at  least  32%  of  visits  among  those  previously  asymptomatic  were  the  first  ; 
manifestations  of  HIV  infection  to  be  brought  to  medical  attention.  Although  there  is  an 
AIDS  clinic  at  Johns  Hopkins  that  provides  care  to  patients  regardless  of  ability  to  pay,  i 
only  55%  of  intravenous  drug  users  in  this  series  had  a  regular  source  of  care  compared  to  ; 
81%  for  those  with  homosexual /bisexual  risk.  The  reasons  for  this  are  not  clear.  However,  j 
homosexual  patients  tend  to  be  white,  middle-class  people  who  are  relative  medically  ^ 
sophisticated,  while  intravenous  drug  users  are  less  versatile  in  knowing  the  medical  system 
and  have  become  used  to  ease  of  accessibility  and  quality  of  care  in  emergency 
departments.  [; 

Only  36%  of  the  intravenous  drug  users  sought  care  for  reasons  related  to  HIV  i 
infection  compared  to  87%  for  those  with  homosexual/bisexual  risk.  This  data  can  be 
interpreted  in  two  ways.  Considering  the  rapid  rise  in  infection  rates  for  intravenous  drug 
users,  this  risk  group  likely  represents  more  recently  acquired  infection.  The  majority  of 
these  are  currently  asymptomatic.  Another  interpretation  is  that  intravenous  drug  users 
access  emergency  departments  as  a  routine  source  of  care  for  many  of  their  health  care 
problems.  This  is  a  generally  accepted  tenet.  Regardless  of  the  interpretation,  it  is  clear 
that  there  will  be  large  increases  in  the  numbers  of  intravenous  drug  users  with  » 
symptomatic  HIV  infection  seeking  health  services  in  the  not  so  distant  future.  5 
The  potential  increase  in  utilization  is  worrisome.    Our  data  indicate  that  the  e 
majority  of  HIV  infected  patients  have  either  no  insurance  or  have  Medicaid.  Medicaid  in  c 
many  states  reimburses  outpatient  costs  poorly,  particularly  professional  fees.  Among  our  k 
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general  patient  population,  58%  have  Medicaid  (20%)  or  no  health  insurance  (38%).  By 
comparison  76%  of  HIV  infected  patients  have  Medicaid  (35%)  or  no  insurance  (41%) 
(Table  3).  While  18%  of  the  general  patient  population  is  covered  by  Medicare,  less  than 
1%  of  the  HIV  infected  patients  are. 

What  is  particularly  worrisome  is  that  those  who  are  currently  infected  wi.th  HIV-l 
but  asymptomatic,  have  an  even  worse  payor  profile.  Over  85%  of  these  patients  have  no 
source  of  funding  (47%)  or  only  Medicaid  (38%).  Similarly,  88%  of  HIV-l  infected 
intravenous  drug  users  have  insufficient  source  of  funding  (Table  4),  the  very  group  that 
will  increasingly  need  to  utilize  health  services  for  HTV  related  problems  in  the  near  future. 

As  expected  there  is  a  relationship  between  payor  status  and  having  a  regular  source 
of  care  (Table  4).  Patients  with  a  regular  source  of  care  were  more  likely  to  have  private 
or  third  party  insurance  (27%)  compared  to  those  that  were  not  followed  (12%).  Further, 
55%  of  those  who  did  not  have  a  regular  source  of  care,  had  no  instirance  whatsoever. 

There  appears  to  be  a  relationship  between  payor  status  and  frequency  of  use  of 
emergency  services  (Figure  1).  Most  patients  with  private  or  third  party  insurance  had  only 
one  or  two  visits  during  the  10  month  period.  Patients  with  Medicaid  had  up  to  9  visits. 
A  few  patients  without  any  insurance  had  up  to  15  visits. 

We  believe  that  these  statistics  are  generally  reflective  of  other  inner-cities.  Clearly 
payor  status  of  most  HIV  infected  patients  is  problematic  and  these  data  indicate  that  it 
will  remain  so  for  the  next  wave  who  become  symptomatic  from  their  HIV  infection. 
Emergency  care  is  an  integral  and  essential  part  of  the  medical  services  required  for  AIDS 
patients,  but  should  not  be  a  substitute  for  lack  of  access  to  ongoing  and  longitudinal 
primary  care.  This  is  not  a  problem  in  our  irmnediate  locale,  since  we  have  an  organized 
outpatient  program  and  a  clinic  that  follows  any  HTV  infected  patient  regardless  of  ability 
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to  pay.  However,  in  other  centers  or  cities  less  well  organized  or  with  less  resources  and 
commitment  to  AIDS  care  than  Johns  Hopkins,  the  emergency  department  may  be  the  only 
source  of  care  readily  available  to  these  patients. 

Other  Tmnact  on  Emergency  Services 

Inner  city  emergency  services  often  have  negative  financial  balances  because  of  the 
overall  payor  mix  of  the  populations  they  serve.  The  hospital  through  various  means  is 
usually  the  source  that  subsidizes  emergency  care.  Because  of  the  impecunious  nature  of 
departments  delivering  emergency  caie  in  the  inner-city,  budgets  are  stretched  to  the  limit. 
This  has  impact  on  equipment  purchase  and  maintenance,  hiring  practices,  salaries,  and 
staff  morale.  The  high  load  of  Medicaid  and  Self  Pay  patients  strains  this  situation.  For 
example,  Medicaid  reimbursement  for  professional  fee  charges  (typically  $75  to  $125)  is 
about  $10.50.  By  comparison,  Medicare  and  Private  insurers  reimburse  at  about  50%  and 
80%  respectively.  Based  on  the  data  presented  above,  the  more  symptomatic  HIV  infected 
patients  utilize  emergency  services,  the  greater  the  stress  on  the  financial  health  of  the 
department.  This  has  the  potential  to  affect  care  for  all  patients. 

Impact  on  Other  Hospital  Services 

Admissions  to  the  Hospital  for  AIDS  related  illness  has  increased  from  333  in  (fiscal 
year)  1987  to  659  in  (fiscal  year)  1989.  The  emergency  department  is  an  important  conduit 
for  AIDS  related  admissions  to  the  hospital.  There  were  210  admissions  during  this  time 
of  our  data  collection,  accounting  for  approximately  44%  of  AIDS  related  admissions  to  the 
hospital. 
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AlthcHUgh  thS  number  of  admissions  have  increased,  the  daily  census  is  leveling  off 
at  about  20  per  day.  The  main  reason  for  this  success  is  the  strong  integrated  care  offered 
at  Hopkins,  and  the  shift  in  emphasis  from  inpatient  management  to  outpatient 
management.  For  example  clinic  visits  have  increased  from  1,999  in  1987  to  6,115  in  1989. 

The  other  impact  relates  to  hidden  costs.  There  has  been  a  great  push  to  protect 
health  care  workers  from  potential  infection  acquired  while  in  the  line  of  duty  at  work, 
The  main  thrust  of  this  protection  is  Universal  Precautions.  Unfortunately,  implementing 
Universal  Precautions  are  very  expensive.  For  example  the  cost  of  providing  gloves  alone 
has  increased  from  5309,000  to  $1,028,142.  Part  of  this  is  glove  use  itself,  but  a  large 
component  is  increased  cost.  Whereas  glove  use  did  not  increase  from  1988  to  1989,  the 
cost  of  providing  them  doubled  due  to  increased  price  alone.  If  Universal  precautions  were 
to  be  rigorously  followed,  the  costs  would  be  substantially  more. 

RECOMMENDATIONS 

1.  Methods  must  be  found  to  ensure  access  to  appropriate  care  for  all  patients. 
Because  of  the  special  problems  inherent  with  AIDS  patients  this  is  particularly 
true. 

2.  Sources  of  funding  the  care  of  patients  with  HIV  infection  who  are  not  otherwise 
able  to  pay  for  services  must  be  found.  This  is  particularly  true  of  areas  with  high 
seroprevalence  which  tend  to  be  within  inner-cities, 

3.  Appropriate  sources  of  care  must  be  available  for  the  care  of  AIDS  patients,  so  that 
more  costly  emergency  care  is  not  inappropriately  utilized  simply  out  of  convenience. 

4.  Research  should  focus  on  behavior  change  among  intravenous  drug  users,  not  only 
for  their  drug  problem,  but  also  on  patterns  of  utilization  of  health  services. 
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Table  1.     Characterlsticj  of  497  Emergency  Department  Vl5lt$  by  Pattents  with  Known  HIV  Infection  (March 
1989  to  December  1989) 


Characteristic 


Numbers  (%) 


Age 

<26 
26-35 
36-45 
46-55 

>55 

Race 


37  (7%) 

256  (52%) 

158  (32%) 

34  (7%) 

11  (2%) 


Black 

378 

(76%) 

White 

116 

(23%) 

Other 

3 

(1%) 

Sex 

Male 

384 

(77%) 

Female 

113 

(23%) 

HIV  ClassincatioQ 

AIDS 

187 

(38%) 

ARC 

77 

(15%) 

Asymptomatic 

233 

(47%) 

Risk  (%)Factor 

IVDU 

253 

(51%) 

Homosexual 

129 

(26%) 

IVDU  and  Homosexual 

18 

(4%) 

Heterosexual  Contact 

9 

(2%) 

Transfusion  Related 

11 

(2%) 

Unclear 

77 

(15%) 

Source  of  Care 

Johns  Hopkins 

287 

(58%) 

Other  Centers 

49 

(10%) 

None  Known 

161 

(32%) 

Disposition 

Admitted 

210 

(42%) 

Discharged 

270 

(54%) 

Left  Against  Advice  (AMA) 

17 

(3%) 

Payor  Status 

Private/Third  Paity/HMO  110  (22%) 

Medicare  3  (1%) 

Medicaid  174  (35%) 

Self  Pay  202  (41%) 

Jail  8  (2%) 


TOTAL 


497  (100%) 
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Table  2.  Health  Insurance  Status  Among  497  Symptomatic  and  Asymptomatic  flIV-1  Infected  Patients  Seeking 
Care  at  the  Johns  Hopkins  Hospital  Main  Emergency  Department  (March  to  December  1988) 


Symptomatic     Asymptomatic     All  HIV  General 


HIV  Infection 

N(%) 

HIV  Infection 
N(%) 

Patients 

N(%) 

Emergency 
Populatioa 

Third  Party  or  Private 

83  (32%) 

35  (li%) 

118  (24%) 

24% 

Medicare 

2  (1%) 

1(<1%) 

3(<1%) 

18% 

Medicaid 

84  (33%) 

90  (38%) 

174  (35%) 

20% 

None 

89  (34%) 

113  (47%) 

202  (41%) 

38% 

TOTAL 

258  (100%) 

239  (100%) 

497  (100%) 

Table  3.  Health  Insurance  Status  Among  497  HIV-1  Infected  Patients  Emergent^  Department  Patients  by  Risk 
Factor  (March  to  December  1988) 


IVDU 

Homosexual/ 

Other 

All  HIV 

Risk 

Bisexual  Risk 

Risk 

Patients 

N(%) 

N(%) 

N{%) 

N(%) 

Third  Party  or  Private 

24  (10%) 

54  (42%) 

33  (28%) 

110  (22%) 

Medicare 

2  (1%) 

0  (0%) 

1  (1%) 

3(1%) 

Medicaid 

107  (42%) 

29  (22%) 

37  (32%) 

174  (35%) 

None 

116  (46%) 

44  (34%) 

42  (36%) 

202  (41%) 

JaU 

4  (2%) 

2  (2%) 

2  (2%) 

8  (2%) 

TOTAL 

253  (100%) 

129  (100%) 

116  (100%) 

497  (100%) 

Table  4.  Health  Insurance  Status  Among  497  HTV-l  Infected  Patients  Emei^ency  Department  Patients  by 
Regular  Source  of  Care  (March  to  December  1988) 


Third  Party  or  Private 

Medicare 

Medicaid 

None 

Jail 


Regular  No  Source 

Care  Of  Care 

N  (%)  N  (%) 


91  (27%)  19  (12%) 

2(<1%)  1(<1%) 

127  (38%)  47  (29%) 

114  (34%)  88  (55%) 

2(<1%)  6  (4%) 


TOTAL 


336  (100%)       161  (100%) 
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Mr.  Waxman.  Thank  you  very  much,  Dr.  Kelen. 
Mr.  Smith. 

STATEMENT  OF  MARK  D.  SMITH 
Mr.  Smith.  Thank  you,  Mr.  Chairman. 

If  we  are  engaged  in  full  disclosure,  I  suppose  I  should  disclose 
that  I  have  an  MBA,  but  it  is  with  my  physician  hat  that  I  am  here 
this  morning. 

I  am  a  physician  who  has  been  involved  in  clinical  research,  ad- 
ministrative and  teaching  aspects  of  HIV  disease  since  I  was  an 
intern  at  San  Francisco  General  in  1983.  I  have  served  as  the  direc- 
tor of  the  Philadelphia  Commission  on  AIDS  and  as  an  advisor  to 
Governor  Casey  in  Pennsylvania.  I  now  serve  as  the  associate  di- 
rector of  the  AIDS  Service  at  Johns  Hopkins.  I  run  that  free  clinic 
that  Dr.  Kelen  talked  about. 

I  have  given  you  some  written  testimony.  I  will  not  read  it,  but 
would  like  to  make  four  basic  points  this  morning. 

The  first  is  that  early  intervention  makes  a  difference.  The 
second  is  that  people  don't  have  access  to  early  intervention.  The 
third  is  that  we  have  a  series  and  a  system  of  perverse  incentives 
that  we  must  overcome.  The  fourth  is  some  comments  about  why  I 
think  this  legislation  would  help. 

The  payoff  is  beginning.  The  payoff  in  terms  of  the  millions  of 
dollars  of  Federal  and  private  research  money,  the  time  invested, 
the  generosity  of  those  patients  who  have  been  willing  to  serve  as 
research  subjects  over  the  year.  The  payoff  from  that  research  is 
beginning  to  happen. 

So  we  now  know  that  Zidovudine  can  prolong  people's  lives,  can 
delay  their  progression  to  AIDS.  We  know  that  various  forms  of 
prophylaxis  against  Pneumocystis  carinii  pneumonia  can  delay  or 
retard  or  even  completely  prevent  this  infection.  We  know  that  ap- 
propriate screening  for  diseases  such  as  tuberculosis  and  syphilis, 
appropriate  immunizations  for  diseases  such  as  influenza  and 
pneumococcal  disease  can  reduce  the  burden  of  mortality  and  mor- 
bidity in  people  with  HIV  infections.  So  we  know  that  that  works. 

The  second  point,  however,  is  that  it  is  not  available  to  many 
people.  By  way  of  example,  at  Johns  Hopkins,  we  admitted  172  pa- 
tients with  Pneumocystis  pneumonia  in  the  course  of  the  last  16 
months.  Most  of  those  patients  were  not  failures  of  preventive  ther- 
apy; most  of  those  patients  were  failures  of  the  system  that  is  not 
providing  preventive  therapy  to  them. 

We  daily  see  patients  who  ought  to  be  on  Zidovudine  who  are 
not.  We  daily  see  patients  who  are  admitted  for  pneumococcal 
sepsis  for  whom  that  illness  and  the  expense  associated  with  that 
admission  could  have  been  avoided,  had  they  been  properly  treated. 

So  while  we  have  a  payoff  from  the  clinical  research,  we  don't 
yet  have  the  capacity  to  apply  that  payoff  in  practice. 

The  third  point  is  about  perverse  incentives.  Almost  every  day, 
one  of  our  providers  in  our  clinic  is  faced  with  a  request  from  a 
patient  to  declare  him  or  her  permanently  and  totally  disabled. 
This  often  includes  patients  who  are  working,  who  want  to  work, 
who  need  to  work,  but  for  whom  the  only  access  to  eligibility  to 
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pay  for  their  medications  and  their  visits  is  to  be  declared  totally 
and  permanently  disabled.  It  is  kind  of  a  perverse  incentive. 

We  will  present  to  the  International  AIDS  Conference  in  San 
Francisco,  if  there  is  an  International  AIDS  Conference  in  San 
Francisco,  we  will  present  data  that  demonstrates  that  inhaled 
pentamidine,  as  expensive  as  it  is,  is  still  cost-effective  for  insurers 
and  would  be  even  if  its  price  were  substantially  higher  than  it  is 
now.  Clearly,  the  Federal  Government  is  the  largest  insurer  of 
medical  care,  and  yet,  our  reimbursement  system,  while  it  will  pay 
$14,000  for  an  inpatient  admission — at  least  in  our  institution — for 
Pneumocystis,  has  a  difficult  time  adequately  compensating  physi- 
cians and  institutions  to  provide  the  outpatient  care  that  would 
prevent  perhaps  as  many  as  85  percent  of  those  inpatient  admis- 
sions. 

So  we  have  a  system  of  perverse  incentives  that  rewards,  in  some 
way,  visits  to  Dr.  Kelen^s  emergency  room  and  admissions  to  our 
inpatient  unit,  but  does  not  adequately  reimburse  outpatient  care. 

At  the  back  of  my  written  testimony,  you  will  see  a  series  of 
graphs  that  is,  I  think,  testimony  to  the  burden  of  care  that  Johns 
Hopkins  is  now  providing.  You  see  that  our  inpatient  admissions, 
our  inpatient  census,  our  outpatient  visits  rise  every  year  and  yet 
our  length  of  stay  in  the  inpatient  unit  decreases  every  year. 

The  reason  it  decreases  is  largely  because  we  are  much  more  ag- 
gressive in  using  outpatient  diagnostic  and  therapeutic  maneuvers 
than  we  used  to  be.  But  I  have  to  tell  you  that  we  lose  more  and 
more  money  every  year  in  the  outpatient  setting  because  it  is  par- 
ticularly outpatient  services  that  are  not  well  reimbursed. 

The  last  point  is  a  couple  of  comments  on  how  I  think  this  bill 
would  help.  There  are  two  categories  of  providers  with  regard  to 
HIV  care.  There  are  a  few  high-volume  providers.  You  know,  from 
the  work  of  Dennis  Andrulis  and  others,  that  there  are  about  5  per- 
cent of  the  hospitals  in  this  country  who  take  care  of  the  vast  ma- 
jority of  people  with  AIDS.  The  same  thing  is  true  for  physicians 
and  other  outpatient  facilities. 

Johns  Hopkins  is  clearly  among  those  high-volume  providers.  I 
think  those  high-volume  providers  need  relief.  They  need  financial 
assistance  to  be  able  to  continue  to  not  only  shoulder  that  burden, 
but  shoulder  the  vastly  increased  burden  that  will  be  needed  by 
more  people. 

I  think  Medicaid  will  help  that,  but  if  you  look  at  the  last  graph 
on  my  chart,  it  is  worth  pointing  out  that  Medicaid  reimbursement 
for  outpatient,  nonprocedural  care  is  not  much  better  than  no  re- 
imbursement at  all,  and  therefore,  I  also  support  a  system  of  spe- 
cial grants  to  assist  getting  new  providers — that  is,  low-volume  pro- 
viders— involved  in  this  care  because  those  of  us  who  are  already 
involved  clearly  will  not  be  able  to  shoulder  the  task  that  is 
coming. 

Thank  you. 

[Testimony  resumes  on  p.  272.] 

[The  prepared  statement  of  Mr.  Smith  follows:] 
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Testimony  before  the  House  Subcommittee  on  Health 

April  19,  1990 

Mark  D.  Smithy  MD,  MBA 

Associate  Director,  AIDS  Service 
Johns  Hopkins  School  of  Medicine 

Good  morning,  Mr.  Chairman  and  ladies  and  gentlemen.  My  name 
is  Mark  Smith;  I  am  a  physician  with  several  years  of  experience  in 
clinical,  administrative,  and  research  roles  in  the  AIDS  epidemic, 
and  currently  serve  on  the  faculties  of  the  Johns  Hopkins  Schools 
of  Medicine  and  Public  Health  and  as  the  Associate  Director  of  the 
AIDS  Service  at  Johns  Hopkins  Hospital  in  Baltimore.   I  thank  you 
for  the  opportunity  to  testify  on  this  important  matter. 

When  the  epidemic  of  HIV  disease  was  first  being  recognized 
and  described,   a  surveillance  definition  of  a  clinical  syndrome  - 
the  Acquired  Immune  Deficiency  Syndrome  -  was  developed  by  the 
Centers  for  Disease  Control.  A  list  of  specific  infections  and 
cancers  was  developed;  this  list,  subsequently  revised,  actually 
constitutes  what  we  now  recognize  as  the  last  stages  of  HIV 
infection. 

We  are  here  this  morning  to  discuss  intervention  in  the  early 
stages  of  this  infection;  intervention  which  will  allow  people 
infected  with  HIV  to  live  longer  and  live  better;  intervention 
which  we  hope  will  allow  them  to  live  until  we  have  more  definitive 
therapies  to  offer. 

There  is  now  convincing  evidence  that  early  interventions  can 
make  a  difference;  three  areas  of  need  stand  out: 
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1.  Anti-viral  therapy;  Zidovudine  ("AZT")  has  been  shown  to  improve 
survival  in  patients  with  both  advanced  and  moderate 
immunosuppression,  whether  or  not  they  have  symptoms.  Other 
antiviral  drugs  are  also  undergoing  testing.  These  drugs  are  not 
cheap  Patients  need  access  to  the  drugs  themselves  and  to  a  system 
of  primary  care  which  can  monitor  them  while  taking  such  drugs. 

2.  Prevention  of  ("prophylaxis  against")  pneiuaocystis  carinii 
pneumonia,  an  opportunistic  infection  which  is  the  leading  cause  of 
mortality,  morbidity,  and  health  care  expenditures  in  HIV  - 
infected  persons  in  the  United  States.  Several  drugs,  given  orally 
or  in  inhaled  form,  can  reduce,  delay,  or  possibly  prevent  the 
occurrence  or  recurrence  of  this  disease  in  patients  with  evidence 
of  advanced  immunosuppression. 

3.  Primary  care  services;  The  two  areas  mentioned  -  antiviral 
therapy  and  Pneumocystis  prophylaxis  -  should  be  performed  in  a 
context  -  attention  to  primary  care.  Not  only  are  there  other  earlj 
intervention  services  which  are  important  (examples  are  screening 
for  and  treatment  of  tuberculosis  and  syphilis,  and  routine 
immunizations  against  influenza  and  pneumococcus) ,  but  I  believe 
that  the  potential  to  reduce  transmission  of  HIV  by  behavioral 
change  among  those  infected  will  often  require  ongoing  supportive 
relationships  to  encourage  and  reinforce  such  change. 

So  the  good  news  is  that  we  have  much  more  to  offer  our 
patients  than  we  did  even  two  years  ago.  The  bad  news  is  that  the 
vast  majority  of  HIV-infected  Americans  are  not  benefiting  from 
this  scientific  knowledge,  even  if  they  know  or  think  that  they  ar< 
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positive  (let  alone  those  who  don't  suspect) .  And  the  number  of 
providers  actively  engaged  in  HIV  care  will  have  to  be  dramatically 
increased  if  those  infected  are  to  have  access  to  services. 

We  at  Johns  Hopkins  have  a  good  deal  of  experience  in  caring 
for  people  with  advanced  HIV    disease  -  we  care  for  about  1/2  of 
all  the  AIDS  patient  in  the  state  of  Maryland.  Most  of  the 
individuals  using  these  facilities  are  symptomatic  -  many  have 
advanced  disease.  Although  our  caseload,  and  thus  our  inpatient 
census,   continues  to  rise,  our  length  of  inpatient  stay  has  fallen 
for  each  of  the  last  4  years,  mainly  because  of  improved  use  of 
outpatient  facilities  and  more  intensive  diagnostic  and  therapeutic 
efforts  in  the  outpatient  setting  (See  figures  1-4) .  The  fact  is, 
however,  that  such  increase  intensity  is  not  reimbursed;  neither  is 
the  enormous  intensity  of  social  supports  which  our  patients  need. 

We  also  perform  early  intervention.     Our  inhaled  pentamidine 
clinic,   for  instance  has  served  318  people  so  far  -  over  half  of 
these  patients  are  receiving  pentamidine  to  prevent  Pneumocystis 
pneumonia  not  because  they  have  had  a  prior  episode,  but  because 
early  HIV  and  T-cell  testing  and  evaluation  has  identified  them  as 
being  at  high  risk. 

Under  a  contract  with  the  state  of  Maryland,  we  operate  an 
adult  HIV  Diagnostic  Evaluation  Unit  (DEU)  which  performs  state-of- 
the-art  medical  and  psychosocial  assessment  on  HIV-infected  persons 
from  around  the  state.  The  DEU  has  seen  over  4  00  new  patients  in 
the  last  year.   65%  of  these  patients  were  found,  after  evaluation, 
to  have  an  indication  for  some  medical  therapy  -  ZDV,  PCP 
prophylaxis,  or  both.     But  the  biggest  drawback  to  this  system  of 
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expert  evaluation  and  subsequent  referral  to  community  resources  is 
that  there  are  very  few  community  resources  -  about  70%  of  the 
patients  will,  after  evaluation,  be  followed  in  our  own  hospital- 
based  clinic. 

We  have  admitted  172  patient  to  the  Johns  Hopkins  Hospital 
in  the  last  year  with  a    diagnosis  of  Pneumocystis  carinii 
pneumonia.  While  some  of  those  cases  represented  a  failure  of 
preventive  medicines,  the  vast  majority  represented  a  failure  of 
the  system  which  ought  to  be  providing  prophylaxis  and  isn't.  The 
efforts  to  prevent  this  disease  not  only  make  medical  and  human 
sense,  they  also  make  financial  sense  as  well,  since  each  admission 
for  PCP  results  in  charges  of  almost  $14,000.     At  the  International 
AIDS  Conference  in  San  Francisco  we  will  present  work  which 
demonstrates  that  inhaled  pentamidine,  as  expensive  as  it  is,  would 
still  be  a  cost-effective  strategy  for  insurers  even  if  its  cost 
were  far  higher  than  it  is.  And  the  federal  government  through 
Medicaid,   is  by  far  the  largest  insurer  of  HIV  medical  care. 

Our  institution  has  attracted  a  large  number  of  patients  both 
because  of  its  extensive  research  program  and  because  years  ago  its 
leadership  made  a  commitment  to  be  a  leader  in  clinical  care  of 
HIV,  despite  the  financial  burden  that  such  a  commitment  entails. 
In  this,  I  believe  that  we  are  representative  of  that  small 
percentage  of  American  hospitals,  clinics,  and  physicians  who 
provide  the  large  majority  of  HIV  care  at  this  time.  As  we  know 
from  the  work  of  Dennis  Andrulis  and  others,  they  are  increasingly 
feeling  the  financial  and  operational  strains  of  shouldering  this 
burden.  Some  are  public  hospitals:  Parkland  in  Dallas;  Bellevue, 
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Harlem,  and  Kings  County  Hospitals  in  New  York;  Boston  City;  Cook 
County;  Miami  and  San  Francisco  General.  Others,   like  Johns 
Hopkins,   do  not  receive  direct  public  subsidy  but  have,  because  of 
their  location,  their  mission,  or  their  expertise,  risen  to  this 
challenge:  Newark  Children's;   Columbia  Presbyterian.  These 
institutions  and  their  associated  physicians  need  relief,  and  I 
believe  that  the  extension  of  Medicaid  to  cover  less-symptomatic 
persons  will  principally  benefit  them  -  high-volume  providers. 

Medicaid  eligibility  will  not,  I  think,  substantially 
increase  the  pool  of  providers  willing  to  see  these  patients, 
because  for  outpatient,   non-procedural  care.  Medicaid  is  hardly 
better  than  no  insurance  at  all   (See  attached  figure) .  Therefore, 
while  I  fully  support  the  proposed  legislation,  I  think  that  it 
highlights  a  pressing  need  which  is  within  your  committee's 
purview:  Medicaid  reform  not  just  for  AIDS,  but  overall.  I  am  not 
directly  affected  by  Medicaid  reimbursement  rates,  but  I  am 
sympathetic  to  my  colleagues  in  private  practice,  some  of  whom,  I 
believe,  would  like  to  care  for  more  HIV  and  other  Medicaid 
patients,  but  who  do  not  feel  that  they  can  afford  to  do  so.  In  my 
own  state,  Maryland,  the  Medicaid  Administration  is  to  be  commended 
for  pursuing  a  number  of  creative  and  innovative  steps  to  improve 
the  situation  (both  for  AIDS  patients  and  others)  but  Maryland  is 
not  the  rest  of  the  country,  and  the  most  creative  of  state 
officials  can  do  little  without  stronger  Federal  commitment.  I 
believe  that  the  proposed  supplemental  grant  programs  will  have  a 
greater  effect  in  inducing  new  potential  providers  to  render  the 
needed  care. 
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As  members  of  the  Subcommittee  on  Health  you  know  as  well  as 
I  that  our  health  care  system  is  filled  with  irrationalities  and 
"Catch  -22 's".  Nowhere,  however,   is  this  more  apparent  than  in  the 
current  reimbursement  system  for  HIV,   in  which  patients  with 
advanced  disease  have  relatively  expensive  treatments  paid  for,  but 
less  ill  patients,  who  could  have  serious  disease  averted  or 
delayed,  find  it  difficult  to  pay  for  these  early  interventions. 
Our  providers  are  daily  confronted  with  requests  to  declare 
"permanently  and  totally  disabled"  people  who  are  not  -  people  who 
are  often  working  and  want  to  continue  to  work,  but  who  find 
themselves  in  a  system  with  perverse  incentives  not  to  work  in 
order  to  be  able  to  have  one's  medical  bills  and  prescriptions  paid 
for. 

I  submit  that  there  are  two  main  areas  in  which  the  current 
system  is  inadequate  to  do  the  needed  job  in  early  intervention. 
The  shortage  of  providers  trained  and  willing  to  care  for  people 
with  HIV  infection;  and  the  inadequacy  of  our  health  insurance 
system  to  pay  for  their  care.  These  two  problems  are  clearly 
linked,  since  part  (though  not  all)  of  the  reluctance  of  physicians 
and  institutional  providers  to  take  on  a  greater  role  in  HIV  care 
is  their  unwillingness  to  go  broke  in  doing  so. 

I  hope  that  the  passage  of  this  legislation  will  contribute 
to  providing  the  economic  wherewithal  to  implement  discoveries  we 
are  making  in  the  early  treatment  of  HIV  disease.  It  is  an  area  in 
which  improved  quality  of  care  and  decreased  cost  can 
simultaneously    be  served. 
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Mr.  Waxman.  Thank  you  very  much. 
Dr.  Silverman. 

STATEMENT  OF  MERVYN  F.  SILVERMAN 

Mr.  Silverman.  Mr.  Chairman,  I  am  Dr.  Silverman,  president  of 
the  American  Foundation  for  AIDS  Research  and  director  of  the 
Robert  Woods  Johnson  Foundation,  AIDS  Health  Services  Pro- 
gram, and  senior  technical  advisor  to  the  Academy  for  Educational 
Developments,  AIDS  Program. 

I  am  grateful  for  this  opportunity  to  testify  before  you  today,  and 
in  particular,  Mr.  Chairman,  I  would  like  to  take  this  opportunity 
to  commend  and  thank  you  and  your  committee  for  your  strong 
record  in  fighting  AIDS,  and  especially,  Mr.  Chairman,  I  think 
when  the  history  of  the  fight  against  AIDS  is  written,  the  compas- 
sion, the  courage  and  the  leadership  you  have  shown  will  be  an  im- 
portant chapter  in  that  history. 

I  have  come  today  to  talk  to  you  about  two  very  important  initia- 
tives currently  before  the  House,  the  AIDS  Prevention  Act  and  the 
Medicaid  AIDS  and  HIV  Amendments  Act.  Both  of  these  bills  are 
of  fundamental  importance  in  the  fight  against  AIDS.  Simply  put, 
if  enacted,  these  bills  will  greatly  improve  AIDS-related  health 
care  and  increase  nationwide  access  to  recently  developed  treat- 
ments that  have  proven  effective  in  slowing  the  development  of 
AIDS  in  those  who  are  infected. 

AIDS  research  has  made  great  strides  since  this  disease  was  first 
identified.  In  fact,  we  have  learned  more  about  this  disease  in  a 
shorter  period  of  time  than  any  other  disease  in  the  history  of  hu- 
mankind. The  virus,  HIV,  that  causes  AIDS,  has  been  discovered 
and  we  are  learning  more  and  more  about  how  this  virus  attacks 
and  eventually  destroys  the  body's  immune  system,  leaving  the  in- 
fected person  highly  susceptible  to  many  common  illnesses,  known 
as  opportunistic  infections. 

We  now  know  that  a  person  infected  with  HIV  may  not  develop 
any  serious  sjnnptoms  of  AIDS  for  as  many  as  8  to  12  years  after 
being  infected  with  the  virus.  During  this  time,  an  HIV-infected 
person  will  likely  feel  perfectly  healthy,  but  blood  tests  will  reveal 
a  steady  decline  in  the  immune  system,  specifically  in  the  number 
of  vital  infection-fighting  blood  cells  known  as  T4-cells. 

As  the  immune  system  declines,  the  body  becomes  more  and 
more  susceptible  to  opportunistic  infections,  many  of  which  can 
prove  deadly.  With  the  help  of  our  intensive  research  efforts,  we 
have  discovered  drugs  that  can  slow  this  steady  decline  of  T-cells  in 
HIV-infected  people.  We  have  also  developed  treatments  that  can 
prevent  many  of  the  deadly  opportunistic  infections  that  attack 
and  kill  people  with  depressed  immune  systems.  These  new  treat- 
ments, as  we  have  heard,  are  known  as  early  interventions  and 
they  are  enabling  HIV-infected  people  to  live  longer  and  more  pro- 
ductive lives. 

More  importantly,  these  new  treatments  are  preventing  very  se- 
rious opportunistic  infections  that  previously  required  costly  and 
scarce  hospital  beds  to  treat.  In  short,  early  intervention  makes  ! 
good  medical  sense  because  it  improves  and  prolongs  life. 
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But  just  as  importantly,  early  intervention  also  makes  good  eco- 
nomic sense.  Although  American  research  has  made  early  inter- 
vention possible,  it  is  a  tragic  fact  that  the  American  health  care 
system  has  not  yet  been  able  to  make  it  available  to  all  those  who 
need  it.  It  is  incredible  that  in  this  country  of  plenty  that  people 
are  dying  because  they  don't  have  access  to  these  important  medi- 
cations. 

There  are  two  major  reasons  for  this.  First,  the  AIDS  epidemic  is 
growing  so  quickly  that  it  has  seriously  compromised  the  ability  of 
our  Nation's  health  care  system  to  meet  demand  for  AIDS-related 
i     health  care;  and  second,  this  vital  early  intervention  treatment  is 
I     presently  unavailable  under  the  current  rules  for  Medicaid  eligibil- 
ity. The  two  bills  presently  before  the  House  are  specifically  de- 
I     signed  to  correct  these  two  problems. 

The  first  bill,  the  AIDS  Prevention  Act,  will  provide  emergency 
assistance  to  the  cities  that  have  been  most  severely  affected  by  the 
I  AIDS  crisis.  This  bill  also  includes  specific  grants  for  HIV  testing, 
I  counseling  and  early  intervention.  With  the  number  of  AIDS  cases 
expected  to  more  than  double  in  the  next  2  years,  this  kind  of 
emergency  assistance  is  essential  in  order  to  sustain  our  Nation's 
health  care  system  and  maintain  an  adequate  level  of  care  for  all 
persons  infected  with  HIV. 

The  second  bill,  the  Medicaid  AIDS  and  HIV  Amendments  Act, 
will  correct  an  ironic  and  extremely  costly  anomaly  in  our  current 
system.  Medicaid  will,  of  course,  pay  for  very  costly  hospital  beds 
for  AIDS  patients  who  are  already  very  sick,  but  against  all 
common  sense.  Medicaid  currently  will  not  pay  for  the  early  inter- 
vention treatments  that  could  prevent  illness  in  the  first  place  and 
avoid  the  need  for  expensive  hospital  care. 

According  to  the  current  rules  of  Medicaid  eligibility,  HIV-infect- 
ed people,  even  those  with  immune  systems  that  have  declined  to 
I    the  point  where  they  are  at  risk  for  very — at  very  high  risk  for  de- 
!■    veloping  serious  opportunistic  infections,  they  are  still  not  yet  sick 
Ij    enough  to  qualify  for  Medicaid.  A  person  is  only  eligible  for  treat- 
'    ment,  such  as  early  intervention,  once  they  have  already  developed 
the  illness  that  early  intervention  could  prevent. 
Current  Medicaid  practice  is  costly,  inhumane  and  makes  no 
1    medical  sense.  The  Medicaid  AIDS  and  HIV  Amendments  Act  is 
the  right  answer.  This  bill  will  provide  wider  access  to  early  inter- 
vention treatments  that  can  prolong  and  improve  the  productive 
life  of  HIV-infected  people. 

As  is  often  the  case  in  medicine,  a  dollar  of  prevention  today  will 
save  many  dollars  in  the  future.  The  Medicaid  AIDS  and  HIV 
Amendments  Act  simply  incorporates  this  sound,  longstanding 
policy  of  preventive  health  care. 

In  closing,  I  would  like  to  again  emphasize  the  critical  impor- 
tance of  both  the  AIDS  Prevention  Act  and  the  Medicaid  AIDS  and 

I HIV  Amendments  Act.  Our  government  must  be  guided  by  two 
principles  in  this  epidemic:  The  first  is  compassion  for  those  who 
are  suffering;  and  the  second  is  fiscal  responsibility  so  that  we 
know  our  funds  will  be  spent  where  they  do  the  most  good.  These 
two  bills  provide  you  with  the  opportunity  to  pursue  both  goals  at 
^  once,  and  with  all  my  heart,  I  urge  you  to  seize  this  opportunity 
and  to  make  it  happen. 
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Thank  you. 

Mr.  Waxman.  Thank  you  very  much,  Dr.  Silverman,  for  your  tes- 
timony. Let  me  start  off  asking  Mr.  Grant  a  question. 

You  have  been  very  fortunate  in  getting  access  to  some  very  ex- 
pensive treatments.  Do  most  people  have  such  luck? 

Mr.  Grant.  No. 

Mr.  Waxman.  Are  government-funded  programs  necessary  to 
assure  access  to  such  treatment? 

Mr.  Grant.  I  believe  they  are.  I  have,  as  I  said,  continued  to 
work  and  I  have  insurance.  I  have  been  able  to  take  advantage  of 
that  as  well  as  pay  for  some  of  the  drugs  that  are  not  covered  by 
my  insurance  policies. 

Mr.  Waxman.  The  administrations,  both  the  Reagan  administra- 
tion and  the  Bush  administration,  said  that  AIDS  health  care  serv- 
ices are  not  the  responsibility  of  the  Federal  Government,  but  in- 
stead, something  we  should  depend  on  State  governments  to  pay 
for.  Has  the  State  of  New  York  met  the  needs  for  AIDS  early  inter- 
vention services?  Is  there  aerosol  pentamidine  provided  to  ail  the 
New  Yorkers  who  need  it?  How  about  AZT? 

Mr.  Grant.  I  don^t  believe  so.  I  am  not  totally  familiar  with 
what  is  happening  there,  but  I  don't  see  it  happening.  I  know  that 
many  of  my  friends  with  AIDS  are  not — and  HIV  positive  others, 
are  not  having — do  not  have  access  to  either  pentamidine,  aerosol- 
ized pentamidine,  or  AZT. 

Mr.  Waxman.  Mr.  Wexler,  APLA  now  provides  a  large  part  of 
AIDS  health  care  services  to  Los  Angeles  and  for  that,  we  all  owe 
you  a  debt.  We  want  to  thank  you  for  your  work  and  for  your  dedi- 
cation. You  have  laid  out  a  clear  description  of  what  Los  Angeles  is 
going  to  go  through,  going  through  now  and  what  is  going  to 
happen  in  the  future.  The  projection  of  going  from  500  patients  in 
treatment  to  39,000  is  overwhelming. 

You  know  that  we  will  work  to  pass  legislation  to  help  meet 
those  needs,  but  tell  me,  who  will  provide  early  intervention  health 
care  services  if  this  legislation  doesn't  pass  or  isn't  funded? 

Mr.  Wexler.  There  is  no  one  stepping  up  to  the  bar.  I  don't  see 
who  is  going  to  provide  for  early  intervention.  Community-based 
organizations  are  not  able  to  do  so.  We  are  trjdng  to  do  so  in  test- 
ing in  Los  Angeles  and  the  West  Hollywood  Clinic  at  USC,  but  the 
numbers  are  staggering  and  I  cannot  see  it  being  done. 

Mr.  Waxman.  If  they  don't  get  early  intervention  treatment,  un- 
doubtedly they  are  going  to  end  up  with  full-blown  AIDS  and  all 
the  problems  and  end  up  getting  hospital  care  under  Medicaid  or 
from  the  county  system. 

Mr.  Wexler.  Without  question,  Mr.  Waxman,  they  will  end  up 
sick,  in  the  hospital  and  broke.  The  Federal  Government  will  foot 
the  bill.  And  the  bill  will  be  high. 

Mr.  Waxman.  How  much  assistance  do  you  get  now  from  Los 
Angeles  County  for  your  work? 

Mr.  Wexler.  Thirty  percent  of  our  budget  comes  from  either  the  i 
State  or  the  county  and  these  are  generally  on  grants.  Seventy  per-  ! 
cent  of  our  budget  is  raised  from  private  sources.  That  is  a  lot  of  j 
money.  Congressman.  That  is  a  great  deal  of  money  that  we  have 
to  raise  and  it  is  far  more  than  we  ever  thought  we  would  be  able  I 
to  raise. 
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I  cannot  see  how  that  amount  is  going  to  increase  in  order  to 
take  care  of  the  patient  load  that  we  see  is  coming. 

Mr.  Waxman.  Under  the  terms  of  the  emergency  assistance  leg- 
islation that  is  now  being  considered  in  the  Senate,  and  that  is  in- 
cluded as  part  of  H.R.  4470,  the  relief  money  for  those  areas  with 
large  impact  of  AIDS  cases  would  most  likely  go  to  the  board  of 
supervisors  of  the  county.  Do  you  think  that  the  board  is  likely  to 
use  that  money  to  help  APLA  and  other  community  groups  to  pro- 
vide the  health  and  social  services  that  will  be  needed? 

Mr.  Wexler.  Not  as  presently  constituted,  no. 

Mr.  Waxman.  Dr.  Smith,  the  CDC  has  estimated  that  only  a 
small  portion  of  the  infected  people  in  the  United  States  know  that 
they  are  infected.  Now  that  there  are  early  intervention  treat- 
ments, if  such  treatments  are  made  accessible,  either  through  Med- 
icaid or  through  grants,  do  you  believe  more  people  will  come  for- 
ward for  counseling,  testing  and  treatment? 

Mr.  Smith.  I  believe  so.  I  certainly  hope  so.  I  think  that  being 
able  to  assure  people  that  should  they  come  forward,  they  will  have 
these  treatments  accessible  is  a  vital  part  of  being  able  to  encour- 
age them  to  do  so.  There  continues  to  be  substantial  concern,  I 
think  justified  concern,  over  discrimination  based  on  HIV  positiv- 
ity,  so  there  are  some  good  reasons  for  you  not  to  come  forward 
and  be  tested  if  you  think  you  may  be  positive. 

The  overwhelming  reason  for  you  to  come  forward  and  be  tested 
is,  I  think  now,  the  availability  of  effective  early  medical  interven- 
tion, but  if  such  intervention  is  not  actually  going  to  be  available 
to  you,  then  I  think  the  encouragement  for  you  to  come  forward 
will  fall  on  deaf  ears. 

Mr.  Waxman.  Do  you  think  this  would  also  be  true  of  drug-abus- 
ers,  people  with  very  self-destructive  kinds  of  behavior?  Will  they 
respond? 

Mr.  Smith.  I  hope  so.  I  think  they  are  likely  to  respond,  perhaps 
not  in  as  great  a  number  as  we  would  like,  but  I  think  the  only 
way  that  we  can  in  good  conscience  and  effectively  urge  people  to 
come  forward  is  by  being  able  to  tell  people  that  we  have  a  therapy 
available  for  them,  should  they  come  forward. 

Mr.  Waxman.  Dr.  Kelen,  if  someone  comes  into  an  emergency 
room  and  that  person  is  determined  to  be  immune-compromised,  do 
you  dispense  prescription  drugs  like  aerosol  pentamidine  or  AZT? 

Mr.  Kelen.  In  our  particular  practice,  we  generally  don't.  We 
have  a  very  strong  integrated  service  because  of  the  kind  of  com- 
mitment the  hospital  has  decided  to  give  for  these  patients,  so  we 
have  a  very  close  working  relationship  with  Dr.  Smith's  group  and 
we  prefer  not  to  prescribe  things  directly. 

Mr.  Waxman.  You  refer  them  on? 

Mr.  Kelen.  We  refer  them  on  because  we  can't  follow  them  ap- 
propriately and  we  prefer  to  get  them  into  a  system  that  will. 
Mr.  Waxman.  Thank  you. 

Mr.  Kelen.  If  I  may  make  one  comment  regarding  intravenous 
drug  users,  a  surprising  number  do  go  out  and  get  themselves  self- 
tested.  We  see  that  from  the  emergency  department.  So  many  are 
asymptomatic,  yet  they  tell  us,  "Well,  I  went  out  to  some  anony- 
mous clinic  or  the  Red  Cross  to  get  myself  tested."  So  it  is  surpris- 
ing that  they  have  that  motivation  to  find  out  whether  they  are 
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positive  or  not,  but  either  don't  know  or  are  unfamiliar  with  the 
system  that  is  available  for  them. 

Mr.  Waxman.  You  think,  therefore,  that  if  we — if  they  knew  to 
come  in  and  get  tested  and  get  access  to  care,  the  more  they  are  to 
do  it? 

Mr.  Kelen.  I  think  they  are.  I  mean,  they  already  know — if  the 
emergency  department  is  so  readily  accessible  for  them  that  they 
use  it  for  all  sorts  of  care,  I  think  if  they  knew  that  another  source 
was  just  as  accessible,  or  something  similarly  accessible  that  sort  of 
went  hand-in-hand  with  their  behavior,  I  think  they  would  definite- 
ly make  themselves  available. 

Mr.  Waxman.  I  want  to  move  on  to  my  colleagues.  We  may  come 
back  to  some  of  these  points  if  they  haven't  been  discussed  or  there 
are  any  questions. 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Will  we  have  a  second  round,  Mr.  Chairman? 
Mr.  Waxman.  We  will  do  the  best  we  can.  We  do  have  a  long 
schedule. 
Mr.  Dannemeyer.  All  right. 

Dr.  Silverman,  I  think  you  would  probably  be  more  comfortable 
identified  on  the  political  left,  on  the  liberal  side,  than  conserva- 
tive, wouldn't  you? 

Mr.  Silverman.  I  am  comfortable,  very  comfortable  right  now, 
yes. 

Mr.  Dannemeyer.  I  would  like  to  read  to  you  a  comment  by 
David  Horowitz,  who  made  a  speech  last  October  on  the  AIDS  epi- 
demic. I  quote  him  because  he  is  on  the  left,  or  used  to  be.  He  was 
an  activist  of  the  1960's  in  the  Vietnam  era. 

This  is  what  he  said,  in  part: 

If  we  are  suffering  from  the  most  devastating  epidemic  of  sexually  transmitted 
disease  in  our  Nation's  history  that  is  not  unconnected  to  the  doctrines  of  sexual 
liberation  promoted  by  progressive  activists  or  the  protection  of  alternative  life- 
styles, the  same  activists  have  promoted  to  the  point  of  crippling  the  traditional  pro- 
cedures of  our  public  health  system.  Over  a  million  Americans  have  been  infected 
with  this  silent  killer,  yet  nearly  10  years  after  the  virus  started  its  deadly  journey, 
the  AIDS  lobby  has  paralyzed  our  public  health  system  so  effectively  that  we  can't 
even  track  its  deadly  course. 

This  compassionate  liberal  solution,  which  compels  us  not  to  test  and  not  to 
report  the  progress  of  an  epidemic  has  resulted  in  the  preventable  deaths  of  tens  of 
thousands  of  young  gay  males  and  a  steadily  growing  menace  to  the  population  at 
large. 

I  would  like  to  have  your  comment  to  that  statement. 

Mr.  Silverman.  First  of  all,  I  don't  know  who  among  us,  liberals 
or — in  public  health  are  promoting  sexual  liberation  or  wanton 
sexual  activity.  I  think  there  has  constantly  been  raised  that  we 
are  more  interested  in  civil  liberties  than  we  are  public  health.  I 
maintain  that  they  are  consonant.  I  think  we  haven't  been  para- 
lyzed. I  think  we  have  been  doing  the  appropriate  job.  I  think  that 
if  one  talks  to  public  health  officials  nationwide,  and  I  don't  believe 
the  man  who  has  written  that  has  any  public  health  background  or 
involvement,  you  will  find  that  we  have  been  proceeding  in  a  very 
appropriate  way. 

As  has  been  stated  by  Dr.  Smith,  if  you  try  to  coerce  people  to 
come  in,  if  you  try  to  have  a  list  of  names,  you  are  going  to  have  a 
problem.  Now,  we  are  tracking  this  disease,  I  think,  quite  well.  We 
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are  not  tracking  the  infection  as  well  because  people  have  been  re- 
luctant to  come  in  because  many  people  on  the  other  side  of  the 
aisle  are  trying  to  keep  antidiscrimination  legislation  from  becom- 
ing a  reality,  which  would  then  make  people  feel  comfortable  to 
come  in. 

But  I  think  that  once  we  can  assure  people  that  they  won't  lose 
their  jobs,  they  won't  lose  their  houses,  they  won't  be  kept  from 
having  access  to  medical  care,  they  will  come  forward,  be  counseled 
and  tested  and  act  appropriately,  whether  they  are  drug  users, 
whether  they  are  people  who  have  been  involved  in  sexual  activity 
which  has  placed  them  at  risk. 

Mr.  Dannemeyer.  I  thank  you  for  that.  I  have  another  question 
that  relates  to  the  matter  of  H.R.  4470,  the  Medicaid  Act  and  HIV 
Amendments,  would  define  as  a  person  eligible  for  Medicaid  an 
HIV  carrier. 

That  represents  quite  a  policy  determination.  I  have  some  data 
here  that  indicates  that  the  cost  to  the  Federal  Government  for 
that  over  the  next  5  years — the  Federal  Government's  share  would 

,  be  $2.53  billion.  The  States  would  have  a  similar  amount. 

I  If  we  establish  eligibility  for  Medicaid  for  HIV  carriers,  should 
we  then  not  face  the  issue  that  we  must  also  establish  the  same 
eligibility  for  people  with  cancer  or  diabetes  or  heart  disease? 

l5lr.  Silverman.  I  think  those  are  issues  that  have  to  be  ad- 
dressed, but  I  think  we  are  right  now  in  a  situation  where  we  know 
we  can  provide  treatments  that  will  slow  the  progression  of  this 
disease.  We  can  provide  something  that  will  be  a  cost-saving  to  the 
government  eventually  and  I  thmk  that  not  to  do  so,  especially 
when  we  are  deeding  with  in  infectious  disease,  would  be  a  mistake. 

What  we  should  do  with  the  others,  and  I  think  it  is  very  clear, 
and  I  appreciate  your  interest  in  that,  I  think  the  mistake  we  have 
made  has  been  constantly  having  AIDS  in  competition  with  other 
health  care  issues.  I  think  we  have  to  look  at  AIDS  in  the  issue  of 
all  of  our  priorities  nationally,  regardless  of  whether  they  are 

j  health  or  otherwise. 

'l  Mr.  Dannemeyer.  The  reason  I  ask  this  question,  quite  candidly, 
is  that  there  is  a  perception  growing  in  the  Congress  among  mem- 
bers that  the  quantity  of  money  that  the  U.S.  Government  is 
spending  to  control  this  tragic  epidemic  of  AIDS  is  out  of  propor- 
tion to  the  quantity  of  people  in  our  society  that  are  afflicted  with 

'  heart  disease  and  cancer,  for  instance,  and  there  is  a  bit  of  resent- 

;i  ment  growing  there,  quite  candidly. 

'  Mr.  Silverman.  Sir,  you  are  correct.  I  have  noticed  that  myself. 
However,  I  think  we  have  two  factors  that  make  this  unique.  One 
is  that  it  is  infectious.  We  can  prevent  the  spread  of  this.  We  still 
don't  know  quite  know  how  to  totally  prevent  the  spread  of  cancer. 
We  know  how  to  prevent  the  spread  of  this  and  with  good  preven- 
tion activities  and  education  activities,  we  can  be  somewhat  suc- 

,j  cessful. 

If  Mr.  Dannemeyer.  Have  I  made  you  a  convert  to  reportability  for 
HIV  carriers  and  contact  tracing  yet? 

Mr.  Silverman.  Let  me  make  something  very  clear,  sir  

Mr.  Dannemeyer.  That  can  be  answered  

Mr.  Silverman.  Wait  

Mr.  Dannemeyer.  That  can  be  answered  yes  or  no. 
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Mr.  Silverman.  Wait  a  minute.  I  will  give  you  a  better  answer.  I 
was  the  first  health  officer  in  the  United  States  in  December  1984 
to  establish  contact  tracing  in  San  Francisco. 

Mr.  Dannemeyer.  It  is  too  bad  you  didn't  shut  the  bathhouses  in 
the  early  1980's,  though,  Dr.  Silverman. 

Mr.  Silverman.  No,  not  really. 

Mr.  Dannemeyer.  I  think  it  is  a  tragedy. 

Mr.  Silverman.  We  could  debate  that.  We  don't  have  the  time 
right  now. 

Mr.  Waxman.  The  gentleman's  time  has  expired. 
Dr.  Rowland. 

Mr.  Rowland.  I  have  no  questions,  Mr.  Chairman. 
Mr.  Waxman.  Mr.  Nielson. 

Mr.  Nielson.  Yes,  I  would  like  to  follow  up  on  the  question  just 
asked. 

In  addition  to  cancer,  heart  disease  and  other  things  which  could 
be  considered  a  disability — whether  they  are  classified  disability  or 
not  has  nothing  to  do  with  whether  they  can  be  spread  or  not.  It  is 
just  a  question  of  their  survivability.  Disability  means  that— the 
lack  of  ability  to  perform  normal  functions. 

What  about  Hodgkin's  disease  and  leukemia,  which  are,  percen- 
tagewise, much  more  likely  to  cause  death  and  much  sooner  than 
AIDS?  Should  they  be  disability?  If  I  am  judged  to  have  Hodgkin's 
disease  or  leukemia,  shouldn't  I  be  disabled  in  the  same  fashion? 

Mr.  Silverman.  I  think  each  one  has  to  be  looked  at  very  care- 
fully. This  bill  deals  specifically  with  AIDS,  with  an  infectious  proc- 
ess, which  is  affecting  primarily  people  in  the  prime  of  their  life,  90 
percent  between  the  ages  of  20  and  49.  I  think  we  should  obviously, 
as  I  said  before,  we  shouldn't  be  in  competition  with  other  diseases 
and  we  should  look  at  that  

Mr.  Nielson.  But  you  are  ducking  the  issue.  Dr.  Silverman.  You 
say  it  is  because  AIDS  can  be  checked  and  because  we  can  prevent 
the  spread  of  it.  Disability  has  to  do  with  whether  a  man  can  per- 
form, a  man  can  go  about  his  functions.  A  guy  with  leukemia  or 
Hodgkin's  disease  certainly  is  probably  more  disabled,  and  sooner, 
than  this. 

Now,  my  question  is,  if  we  are  going  to  call  it  disabled  for  AIDS, 
shouldn't  we  call  it  disabled  for  all  life-threatening  diseases? 

Mr.  Silverman.  Well,  we  don't  have  the  time  now  to  discuss  it, 
but  I  think  that  

Mr.  Nielson.  Oh,  I  think  you  should. 

Mr.  Silverman.  Well,  I  will,  but  I  think — you  know,  one  of  the 
things  that  has  been  interesting  to  me,  as  I  travel  around  Europe, 
these  discussions  don't  come  up  because  there  is  a  health  care , 
system  in  place  in  all  of  these  nations  that  take  care  of  these 
issues.  I  think  it  is  criminal  in  a  country  such  as  ours  that  we  have 
to  have  special  acts,  special  laws  to  provide  care  and  not  have  some . 
system  of  universal  health  care  coverage  and  I  hope  that  the  AIDS 
epidemic  will  focus  our  attention  on  that  shortcoming. 

We  are  the  only  Nation,  except  for  South  Africa,  that  is  in  this^ 
position,  developed  nation.  So  I  think  you  are  right.  There  are 
other  diseases  that  certainly  need  to  be — that  become  disabling  and  ^ 
I  think  that  we  should  not  have  anyone  have  to  suffer  through  that- 
without  being — have  the  proper  access  to  health  care. 


279 


Mr.  NiELSON.  We  also  have  a  definition  in  the  H.R.  4470  which 
talks  about  abnormally  low  immune  function  in  terms  of  T4  cell 
concentration  in  the  blood  for  which  medical  intervention  is  re- 
quired. Is  this  definition,  "abnormally  low  immune  function,"  sub- 
ject to  change  as  we  get  more  knowledge? 

Mr.  Silverman.  The  numbers  may  change  slight,  but  I  think  it 
has  become  very  clear  that  starting  below  500  T-cells,  that  there 
are  problems,  that  there  is  a  greater  risk  of  intercurrent  infections 
and  certainly  below  200,  the  need  for  aerosolized  pentamidine  be- 
comes very,  very  important. 

Mr.  NiELSON.  You  don't  think  the  basic  definition  would  change? 

Mr.  Silverman.  I  don't  think  so,  no. 

Mr.  NiELSON.  Because  if  it  did,  we  would  have  Medicaid  eligibil- 
ity subject  to  the  change  in  the  definition  as  we  go  along,  which 
would  be  clearly  hard  to  deal  with  legislatively. 

I  would  like  to  ask  Dr.  Smith  a  question.  You  talk  about  the  rate 
of  information — no,  I  guess  it  is — sorry,  it  is  not  Dr.  Smith.  It  is  Dr. 
Kelen. 

You  state  that  the  black  male  emergency  room  patients  have  a 
seropositive  rate  of  16  percent.  What  is  the  comparable  rate  for 
white  males,  black  females,  white  females?  Do  you  have  those  rates 
as  well? 

Mr.  Kelen.  Yes,  I  do,  but  let  me  qualify.  That  is  young  black 
males  between  the  ages  of  about  25  and  45. 

Mr.  NiEi^ON.  Twenty-five  to  45. 

Mr.  Kelen.  Yes,  so  it  approaches  that  for  

Mr.  NiELSON.  If  you  use  those  same  age  groupings,  how  would 
that  compare  with  

Mr.  Kelen.  The  young  black  females,  it  is  somewhere  in  the 
neighborhood  of  6  to  7  percent.  For  young  white  males,  it  is  fairly 
comparable,  something  in  the  neighborhood  of  4  to  5  percent.  For 
young  white  females,  it  is  very,  very  low.  We  only  see  a  few  of 
them. 

Mr.  NiEi^ON.  Okay.  You  say  that  38  percent  of  the  asymptomatic 
HIV-positive  individuals  already  qualify  for  Medicaid.  Do  you  have 
any  idea  how  they  became  qualified  for  Medicaid?  Have  you  pur- 
sued that?  Do  they  become  qualified  for  Medicaid  on  the  basis  of 
disability  or  on  other  bases? 

Mr.  Kelen.  I  truly  don't  know. 

Mr.  NiELSON.  Because  most  of  them,  as  you  pointed  out,  are 
much  younger  than  the  normal  age  for  qualifying  for  Medicaid. 

Mr.  Kelen.  I  can  tell  you,  though,  that  we  do  serve  a  particular- 
ly poor  population,  and  so  I  think  many  of  them  simply  qualify  be- 
cause they  don't  have  jobs  and  they  don't  have  particular  resources 
at  all  and  they  simply  fall  under  the  net. 

Mr.  NiELSON.  I  was  interested  in  your  comment  about  the  fact 
that  most  of  the  increase  in  emergency  room  use  for  HIV-positive 
individuals  is  due  to  intravenous  drug  use.  That  is  not  the  common 
expectation. 

Mr.  Kelen.  Actually,  let  me  clarify  that.  What  I  meant  there 
was  that  the  largest  increase  is  among  intravenous  drug  users.  It  is 
I  true  that  both  among  the  symptomatic  and  asymptomatic  group, 
the  proportion  of  intravenous  drug  users,  as  time  is  going  on  over 
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the  last  3  or  4  years,  is  steadily  increasing  compared  to,  say,  the 
other  largest  risk  group  that  we  have,  homosexual,  bisexual  

Mr.  NiELSON.  May  I  ask  one  more  question,  Mr.  Chairman? 

Mr.  Waxman.  Yes. 

Mr.  Kelen.  I  think  we  interpret  that  that  as  that  those  with 
sexual  risk  tend  to  be  much  more  medically  sophisticated  and  they 
probably  are  much  better  off,  and  so  they  have  health  providers 
and  they  have  reasonable  insurance  

Mr.  NiELSON.  And  they  don't  go  through  the  emergency  room 
process  much? 

Mr.  Kelen.  Well,  we  do  see  them,  but  as  you  can  see,  most  of 
them  are  symptomatic,  so  they  are  sicker.  So  they  come  when  they 
need  to.  Intravenous  drug  users  come  because  that  is  what  is  avail- 
able. 

Mr.  NiELSON.  In  view  of  the  fact  that  you  have  so  many  intrave- 
nous drug  users,  and  that  is  increasing,  did  you  have  a  position  on 
whether  we  should  or  should  not  give — issue  free  needles  under  the 
exchange-needles  program? 

Mr.  Kelen.  I  have  to  tell  you,  I  am  not  really  qualified  to  com- 
ment on  that.  I  am  not  involved  either  in  the  political  process  

Mr.  NiELSON.  That  is  another  issue  before  us  and  I  just  wondered 
if  you  had  some  guidance  in  that  issue. 

Mr.  Kelen.  I  really,  truly  don't. 

Mr.  NiELSON.  ThanI:  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Nielson. 

We  will  have  a  second  round. 

Let  me  start  off,  Dr.  Silverman,  I  interrupted  you.  I  don't  know  if 
you  had  made  the  point  you  wanted  to  make. 

Mr.  Silverman.  One  thing  I  do  want  to  clarify  is  the  Medicaid 
program  does  cover  people  who  are  disabled  by  Hodgkin's,  people 
who  are  suffering  from  Hodgkin's.  The  fact  is  that  HIV,  the  disabil- 
ity, is  episodic.  In  other  words,  it  is  not  always  disabling  and  the 
coverage  is  limited.  Of  course,  early  intervention  requires  access 
prior  to  disability. 

What  we  are  trying  to  do  is  to  prevent  that  disability.  Again,  in 
the  sense  of  prevention,  and  that  has  been  my  field  for  the  last  20 
years,  it  is  so  much  better  from  a  humane  point  of  view  and  from 
an  economic  point  of  view  to  prevent  the  disabling  conditions  and 
the  acute  conditions. 

Mr.  Waxman.  We  have  a  unique  situation  under  Medicaid.  Med- 
icaid, to  be  eligible,  you  have  to  be  poor.  That  is  not  the  only  eligi- 
bility. You  also  have  to  be  disabled  or  elderly  or  a  mother  with 
children  and  then  children  and  if  you  are  a  male,  let's  say,  or  a 
woman  without  children,  you  are  not  eligible  even  though  you  are 
poor  until  you  become  disabled.  Then  you  become  eligible  for  the 
hospitalization  and  the  expensive  parts  of  the  AIDS  care. 

What  our  proposal  would  do  is  not  redefine  the  disability,  but  to 
say  you  would  be  eligible  upon  infection  and  a  compromised  T-cell 
immune  system  in  order. only  to  get  the  early  intervention  drugs 
that  would  keep  you,  then,  from  going  on  to  the  more  expensive 
costs  in  the  Medicaid  system. 

Let  me — I  did  want  to  make  that  clarification. 

Dr.  Silverman  or  Dr.  Smith,  the  Congi'essional  Budget  Office  has  j 
assumed  that  expanding  Medicaid,  as  I  have  just  described  it,  to  in 
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elude  these  drugs  will  require  paying  for  all  the  current  hospital 
care  plus  the  cost  of  outpatient  drugs. 

In  other  words,  they  don't  see  that  we  save  money  by  providing 
the  early  treatments  therapy.  Do  you  have  any  comment  on  it? 
Would  we  save  money  or  are  we  just  going  to  add  another  cost? 

Mr.  Smith.  I  think  we  clearly  save  money.  What  is  not  so  clear  is 
how  long  we  will  save  money  for.  Let's  say,  aerosolized  pentami- 
dine. There  is  no  question  that  giving  people  pentamidine  or  any 
one  of  a  number  of  other  prophylactic  regimens  will  prevent  70,  75, 
or  80  percent  of  those  people  in  the  course  of  1  year  to  18  months 
from  getting  Pneumocystis.  We  don't  know  that  it  will  indefinitely 
prevent  them.  It  may  be  that  they  will  get  it  3  years  from  now,  4 
years  from  now,  5  years  from  now,  but  it  is  clear  that  they  won't 
get  it  in  the  next  year,  the  next  year  and  a  half. 

A  lot  of  what  we  do  in  this  disease  is  buy  time.  What  we  do  is  try 
to  keep  people  from  getting  sick  today  so  that  tomorrow  we  have 
something  else  to  offer  them.  There  is  no  question  that  if  the 
people  that  we  are  seeing  who  are  spending  $14,000  per  hospitaliza- 
tion for  Pneumocystis  now  had  been  getting  prophylaxis  over  the 
course  of  the  last  year,  a  substantial  percentage  of  them  would  not 
be  clinically  ill  now. 

So  there  is  no  question  that  we  will  save  money.  How  long  we 
will  save  it  or  what  horizon,  I  think  we  still  have  yet  to  find  out. 

Mr.  Waxman.  Do  we  know  whether  there  is  a  reduced  hospital 
cost  to  treat  a  patient  who  had  early  intervention  drugs,  let's  say 
aerosol  pentamidine,  when  pneumonia  later  hits? 

Mr.  Smith.  We  don't  know  that,  no,  sir. 

Mr.  Waxman.  Just  don't  know. 

Mr.  Silverman.  Mr.  Waxman,  Mr.  Chairman,  I  think — the  Fed- 
eral Grovernment  has  come  out  very  squarely— Dr.  Mason  has 
urged  testing  and  the  early  intervention.  Unless  we  provide  the 

1  wherewithal  to  have  access  to  that,  it  is  a  very  cruel  hoax  to  perpe- 

I  trate  on  Americans  today. 

jj  Again,  as  I  said  earlier,  I  reiterate,  it  is  so  tragic  that  in  a  Nation 
of  plenty  that  we  have,  that  we  have  people  that  are  getting  pneu- 

I  mocystis  pneumonia,  that  are  becoming  disabled  with  AIDS  that 

'l  could  have  been  prevented. 

Mr.  Waxman.  Dr.  Kelen,  in  the  emergency  room,  from  your  ex- 

1  perience,  if  patients  had  access  to  testing  and  counseling,  diagnos- 
tics, early  intervention  drugs,  if  they  had  someplace  else  to  go,  do 
you  think  more  of  them  would  go  there  as  opposed  to  emergency 
rooms  in  hospitals? 

Mr.  Kelen.  I  think  they  would.  This  is  based  on  a  different  type 
of  experience  that  we  have.  At  one  time,  we  saw  a  tremendous 
number  of  patients  with  very  trivial  illnesses  and  we  developed  a 
clinic  system  offsite,  only  about  a  mile  away,  but  definitely  offsite, 

J  that  we  were  willing  to  bus  people  to,  where  they  could  be  seen  for 
things  that  are  less  emergent.  This  has  been  extremely  successful. 

Although  I  don't  have  the  numbers,  I  think  we  are  relatively  suc- 
cessful in  getting  people  into  Dr.  Smith's  clinic  who  are  willing  to 
go.  I  think  that  overall  we  would  be  quite  successful  in  getting 
people  to  go  the  appropriate  clinics  if  we  could  educate  them  appro- 
priately that  they  are  available. 
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Mr.  Waxman.  First  of  all,  if  they  were  available  and  we  could 
educate  people  about  their  availability,  more  would  come.  What  if 
there  were  clinics  and  people  who  showed  up  at  these  clinics  to  be 
tested  knew  their  names  were  going  to  be  on  some  list,  that  they 
may  face  discrimination  because  of  the  HIV  infection,  that  they 
wouldn't  get  any  early  intervention  drugs,  all  they  would  get  is 
tested,  do  you  think  that  they  would  be  more  likely  or  less  likely  to 
come  into  a  testing  clinic  under  those  circumstances? 

Mr.  Kelen.  I  think  it  depends  on  the  risk  group.  In  all  honesty,  I 
think  drug  users  care  a  tremendous  amount  whether  they  are 
known  or  not  or  whether  they  are  on  anybody's  list.  I  think  all  the 
other  risk  groups  would  be  scared  away  from  coming  forward.  I 
think  we  would  drive  the  disease  underground. 

Mr.  Waxman.  Even  for  the  drug  abusers,  you  indicated  a  lot  of 
them  come  in  someplace  or  other  to  get  tested,  so  they  are  curious 
enough  to  know.  Do  you  think  they  would  show  up  at  any  testing 
place  where  they  thought  they  were  going  to  face  sanctions — - 

Mr.  Kelen.  I  think  for  the  most  part  they  go  to  an  anonymous 
clinics,  although  I  don't  have  the  data  to  prove  that.  I  think  many 
drug  users,  we  should  point  out,  do,  in  fact,  have  jobs  and  do,  in 
fact,  pay  taxes,  so  not  all  of  them  are  impecunious.  Those  that  can 
suffer  consequences,  I  don't  think  would  come  forward. 

Mr.  Waxman.  Thank  you  very  much. 

Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Thank  you. 

I  would  like  to  ask  our  two  physicians  on  the  panel,  or  at  least 
two  of  the  three.  Dr.  Kelen  and  Dr.  Smith — Dr.  Smith,  what  State 
are  you  licensed  to  practice  medicine  in? 

Mr.  Smith.  California,  Pennsylvania  and  Maryland. 

Mr.  Dannemeyer.  Dr.  Kelen,  I  think  you  are  from  Maryland, 
aren't  you? 

Mr.  Kelen.  I  am  licensed  in  Maryland  and  the  Province  of  On- 
tario in  Canada. 
Mr.  Dannemeyer.  I  see. 

Then  I  would  like  to  ask  each  of  you  the  questions — in  those 
States  where  you  are  licensed  to  practice  medicine,  is  it  mandated 
that  physicians,  when  they  encounter  persons  with  communicable 
disease  report  the  communicable  disease  to  public  health  authori- 
ties? 

Mr.  Smith.  Sure. 

Mr.  Dannemeyer.  Are  you  familiar  generally  with  those  lists  of 
the  diseases  that  are  on  the  reportability  list? 
Mr.  Smith.  Yes. 
Mr.  Dannemeyer.  Dr.  Kelen? 
Mr.  Kelen.  There  definitely  exists  a  list  and- — 
Mr.  Dannemeyer.  Roughly  how  many  are  in  the  States? 
Mr.  Smith.  I  don't  know. 
Mr.  Kelen.  Do  you  mean  

Mr.  Smith.  We  rarely  see  anthrax,  but  I  am  sure  it  is  on  the  list. 
Mr.  Kelen.  There  are  about  25  to  30  or  so. 

Mr.  Dannemeyer.  There  is  a  handful  of  venereal  diseases  on  the 
list  of  mandatory  reportability  in  the  States  where  you  are  prac- 
ticed—licensed to  practice  medicine,  right?  And  those  venereal  dis- 
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eases  for  which  reportability  is  mandatory  are  curable,  is  that 
right? 

Mr.  Smith.  I  suppose  so. 

Mr.  Kelen.  For  the  most  part,  I  think  that  

Mr.  Dannemeyer.  So  my  question — and  this  bothers  the  Ameri- 
can public  extensively— if  we  mandate  the  reportability  when  phy- 
sicians encounter  patients  with  curable  venereal  diseases,  how 
come  we  don*t  follow  the  same  standard  when  a  physician  encoun- 
ters a  patient  with  a  noncurable  venereal  disease?  Why  do  we  do 
that? 

Mr.  Smith.  I  think  you  are  asking  the  wrong  person,  Congress- 
man. I  am  not  

Mr.  Dannemeyer.  Wait  a  minute.  You  are  a  physician  licensed 
to  practice  medicine  in  a  State  in  this  country. 
Mr.  Smith.  That  is  right. 

Mr.  Dannemeyer.  And  it  is  appropriate,  sir,  for  you  to  he  asked 
that  question  because,  as  I  indicated  in  my  earlier  comments,  we 
lay  men  and  women  in  America  depend  on  you  in  the  medical  pro- 
I     fession  for  leadership,  both  in  private  medicine  and  in  public 
I     health,  as  to  how  our  society  should  be  dealing  and  controlling 
communicable  disease. 
Mr.  Smith.  Yes. 

Mr.  Dannemeyer.  Now,  if  you  have  an  answer  to  that  paradox,  I 
'     would  like  to  hear  you  say  it. 

t  Mr.  Smith.  Well,  what  I  was  beginning  to  say  was  that  I  am  a 
;  clinician.  I  am  the  one  who  is  mandated  by  public  health  authori- 
!  ties  to  so  report  various  diseases.  I  don't  set  that  policy;  I  follow  it. 
I  I  think  that  in  various  States,  different  public  health  officials 
i     have  worked  out  strategies  that  they  feel  are  appropriate  to  their 

I  State,  to  the  time  and  place  for  which  diseases  are  reportable,  sexu- 
i  ally  transmitted  diseases  and  others.  I  know  there  is  a  lot  of  debate 
[     about  this.  I  think  there  are  some  very  

II  Mr.  Dannemeyer.  Do  you  believe,  for  instance,  that  we — our  so- 
'  ciety  should  mandate  reportability  for  HIV  carriers  in  confidence 
I    to  public  health  and  conduct  contact  tracing? 

I       Mr.  Smith.  That  is  two  questions.  I  believe  that  tracing  of  part- 
i    ners,  sexual  partners,  and  drug-using  partners  of  people  with  HIV 
infection  will  often  be  productive  and  I  think  that  local  and 

]  State  

Mr.  Dannemeyer.  How  about  reportability? 
I       Mr.  Smith.  I  think  reportability  is  something  that  ought  to  be  de- 
cided  based  on  local  and  State  conditions.  I  think  different  States 
'    have  adopted  different  strategies  towards  that  and  I  think  that  is 
I    entirely  appropriate. 

Mr.  Dannemeyer.  Would  you  recommend  that  be  done  in  your 
\    State?  Reportability? 
I       Mr.  Smith.  No,  not  right  now,  no. 
I       Mr.  Dannemeyer.  You  would  be  opposed  to  that? 
. '       Mr.  Smith.  My  State  has  regulations  that  require  reporting  of 
I    symptomatic  HIV  disease. 

Mr.  Dannemeyer.  Which  State  is  that? 
Mr.  Smith.  Maryland. 
Mr.  Dannemeyer.  Okay. 
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Mr.  Smith.  But  as  I  said,  Congressman,  I  am  not  sure  that  I  am 
the  most  qualified  person  to  recommend  public  health  procedures 
to  the  public  health  authorities.  I  can  give  them  the  benefit  of  my 
own  clinical  experience,  but  I  am  trying  to  learn  to  stay  within  the 
areas  of  my  expertise. 

Mr.  Dannemeyer.  How  about  you.  Dr.  Kelen,  on  that  question? 
Do  you  think  we  should  mandate  reportability  for  HIV  carriers 
and  conduct  contact  tracing? 

Mr.  Kelen.  My  view  is  not  too  dissimilar  to  Dr.  Smith  in  that  we 
follow  the  laws  of  the  land  for  the  States  wherever  we  practice.  We 
are — the  two  of  us  in  particular — are  not  at  the  leadership  level  of 
the  public  health  situation.  There  are  many  experts  who  know  this 
kind  of  information  much  better  than  we  and  they  set  the  stand- 
ards and  we  simply  follow  them. 

Mr.  Dannemeyer.  Now  let's  put  it  in  perspective.  The  voice  of 
organized  medicine  in  America,  the  American  Medical  Association, 
has  said  that  every  State  in  the  Union  should  have  in  place  a  law 
mandating  reportability  for  HIV  carriers  and  contact  tracing. 

Do  you  support  the  opinion  of  the  voice  of  organized  medicine  in 
America,  the  AMA? 

Mr.  Waxman.  Let  me  just  interject.  The  AMA  is  going  to  testify 
later  and  I  don't  think  that  that  characterization  is  complete  and 
accurate. 

Mr.  Kelen.  Let  me  put  it  this  way,  in  principle,  I  would  be  for 
the  reporting  of  any  communicable  disease,  particularly  because  of 
the  public  health  threat.  However,  the  one  difference  between  HIV 
and  all  the  other  diseases  on  the  list  is  there  are  major  conse- 
quences to  being  identified  with  this  infection. 

Mr.  Dannemeyer.  Now  wait  just  a  minute.  We  have  mandated 
the  reportability  for  fully  developed  AIDS  cases  from  the  beginning 
of  the  epidemic,  haven't  we?  Every  State  in  the  Union?  From  the 
early  1980's? 

We  have  mandated  the  reportability  of  over  125,000  fully  devel- 
oped AIDS  cases  in  America,  haven't  we?  Isn't  that  true? 
Mr.  Kelen.  I  believe  it  is. 

Mr.  Dannemeyer.  Can  you  name  one  instance  where  a  public 
health  official  to  whom  a  fully  developed  AIDS  case  has  been  re- 
ported, where  that  public  health  official  has  breached  the  confiden- 
tiality and  improperly  revealed  the  identity  of  somebody  who  has 
fully  developed  AIDS? 

Mr.  Kelen.  I  am  not  aware  of  such  a  situation. 

Mr.  Dannemeyer.  Can  you  name  one  instance? 

Mr.  Smith.  No. 

Mr.  Dannemeyer.  The  point  is,  sir,  that  if  the  existing  system  of 
confidentiality  has  worked  to  protect  the  identity  of  fully  developed 
AIDS  cases,  as  it  should,  shouldn't  we  conclude  that  the  same 
system  of  confidentiality  will  work  to  protect  the  identity  of  HIV  i 
carriers? 

Mr.  Kelen.  In  theory,  it  should. 

Mr.  Dannemeyer.  How  about  that.  Dr.  Smith? 

Mr.  Smith.  Actually,  no,  not  necessarily.  The  fact  of  the  matter 
is  that  once  someone  is  a  reported  AIDS  case,  they  are  sick.  They 
are,  therefore,  much  more  likely  to  be  known  to  be  sick  by  others 
around  them,  their  coworkers,  their  family,  their  employers.  There  i 
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I  are  a  million  people  out  there  who  are  HIV-infected,  but  who  are 
i  not  sick.  They  have  substantial,  and  I  believe  justified  concerns 

about  the  potential  for  discrimination  against  them  in  their  private 

lives  

Mr.  Dannemeyer.  Wait  a  minute  now. 

Mr.  Waxman.  The  gentleman's  time  has  expired.  We  will  have  to 
let  that  answer  stay. 
Mr.  Rowland. 

Mr.  Rowland.  I  want  to  pursue  that  line  of  questioning  a  little 
bit  further. 

The  greatest  increase  in  the  number  of  HIV-positive  individuals, 
new  HIV-positive  individuals,  is  in  the  drug-abuse  community.  Is 
that  true  or  not? 

Mr.  Smith.  I  don't  know  that  we  know  that.  The  greatest  in- 
crease in  the  number  of  reported  AIDS  cases  is  in  the  drug  abuse 
community. 

Mr.  Kelen.  By  proportion,  not  in  absolute  numbers,  I  believe.  By 
proportionate  increase.  Sexual  risks  are  still  

Mr.  Silverman.  When  you  look  at  the  number  of  new  AIDS 
cases,  the  

Mr.  Rowland.  I  am  not  talking  about  new  AIDS  cases.  I  am  talk- 
ing about  number  of  people  who  are  newly  HIV-positive,  not  the 
number  of  people  that  have — these  people  may  have  been  positive 
for  years  and  years,  but  what  I  am  asking  is  the  number  of  people 
that  are  newly  HIV-positive.  In  our  experience  at  this  point,  those 
mostly  are  drug  related? 

Mr.  Silverman.  It  is  hard  to  determine,  sir,  because  it  depends 
where  the  testing  programs  have  taken  place.  There  are  a  lot  of 
blinded  studies  at  hospitals,  emergency  rooms,  delivery  suites  and 
places  like  that.  There  was  an  attempt  to  have  a  nationwide  house- 
hold survey  and  it  was  tested,  but  it  has  never  been  put  into  effect 
nationwide,  so  we  really  don't  have  those  numbers. 

But  if  you  look  at  AIDS  cases  which  reflect  earlier  infection,  it 
seems  that  there  is  a  rising  number  in  the  drug-using  community. 
In  major  cities  where  the  gay  population  has  been  a  significant 
number,  new  infections  have  dropped  significantly  in  the  gay  popu- 
lation. 

Mr.  Rowland.  Would  it  be  your  opinion  that  the  largest  increase 
of  new  HIV-infected  individuals  is  in  the  drug  abuse  community? 

Mr.  Smith.  I  think  perhaps  among  them,  but  I  think  the  other 
fast-increasing  number  is  among  sexual  contacts  of  drug  users,  or 
sexual  contacts  of  sexual  contacts. 

Mr.  Rowland.  Then,  indirectly  it  is  related  to  drug  abuse?  That 
is  your  opinion  where  that  is  taking  place? 

Mr.  Smith.  Yes. 

Mr.  Rowland.  So  what  we  really  are  interested  in  is  trying  to 
stop  the  spread  of  new  HIV-infected  individuals? 

Mr.  Smith.  No,  sir.  That  is  part  of  what  we  are  interested  in. 
Even  if  we  stop  the  spread  of  new  HIV-infected  individuals  today, 
there  are  a  million  people  who  are  already  infected,  who  will  be 
sick,  and  when  they  get  sick,  they  will  come  to  me.  I  am  here  to 
talk  about  how  we  are  going  to  be  able  to  try  to  take  care  of  them. 

I  am  not  tr5dng  to  belittle  the  task  of  prevention,  but  the  task  of 
care  is  a  separate  task. 
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Mr.  Rowland.  While  that  is  your  primary  concern,  taking  care 
of  sick  individuals,  that  is — the  spread  is  not  really  your  concern. 

Mr.  Smith.  Of  course  it  is  my  concern,  but  it  is  not  my  major 
function.  It  is  something  I  am  interested  in;  it  is  something  I  try  to 
do  my  part  in,  but  I  spend  most  of  my  day  trying  to  take  care  of 
people  who  are  already  

Mr.  Rowland.  You  are  a  clinician.  Let  me  ask  one  of  the  public 
health— — 

Mr.  Silverman.  I  think  certainly  one  of  the  major  things  we 
have  to  try  and  do  is  stop  the  spread.  Prevention,  again,  is  one  of 
the  most  important  and  most  cost-effective  things  we  can  do.  So, 
yes,  we  want  to  try  and  stop  the  spread  of  this  virus  and  I  think  it 
is  something  that  is  doable. 

Mr.  Rowland.  What  is  different  about  dealing  with  this  virus,  as 
compared  to,  for  example,  gonococcus  sjrphilis? 

Mr.  Silverman.  One  is  that  the  other  is  treatable.  Two,  it  doesn't 
seem  to  carry  the  burden  of  discrimination  like  this  one  does,  and 
if  I  can  cite  an  example  for  both  you  and  for  Mr.  Dannemeyer,  the 
State  of  South  Carolina  went  from  anonymous  testing  to  confiden- 
tial testing  and  registry.  The  State  of  Oregon  went  from  confiden- 
tial testing  to  anonymous  testing. 

In  the  State  of  South  Carolina,  the  number  of  people  coming  in 
to  be  tested  went  down,  the  number  of  positive  tests  went  down.  In 
the  State  of  Oregon,  where  it  went  to  anonymous  testing,  the 
number  of  people  coming  in  went  up  and  the  number  of  positives 
went  up.  The  point  is,  whether  it  is  real  or  perceived,  and  you  are 
absolutely  correct,  there  hasn't  been  a  breach  in  public  health  at 
this  time,  but  there  certainly  has  been  incredible  accounts  of  dis- 
crimination against  people,  and  if  you  have  an  individual  who  is 
going  to  live,  we  hope,  10  or  more  years  from  the  point  of  infection, 
for  that  person  to  lose  their  economic  base,  to  lose  their  housing,  to 
not  have  access  to  certain  health  care,  that  is  a  very  heavy  burden 
and  one  that  many  people,  whether  it  is  really  going  to  happen, 
and  it  has,  or  whether  it  is  perceived  it  is  going  to  happen — of 
course,  perception  sometimes  is  as  important  as  reality — people 
will  stay  away. 

We  can  do  partner  notification  without  a  registry.  We  can — if  I 
establish  a  good  relationship  with  my  patient,  I  can  get  them,  hope- 
fully, to  bring  their  partners  in  or  to  agree  to  have  me  help  them 
bring  their  partners  in.  Partner  notification  or  contact  tracing  is 
only — makes  only  good  sense  in  low-prevalence  populations.  It 
makes  no  sense  to  do  that  in  the  city  of  San  Francisco  for  gay  men 
because  every  gay  man  knows  he  is  potentially  at  risk. 

Mr.  Rowland.  Mr.  Chairman,  since  I  passed  the  first  time,  may  I 
proceed  just  a  little  bit  further? 

Mr.  Waxman.  By  unanimous  consent,  the  gentleman  will  be  rec- 
ognized for  

Mr.  Rowland.  Two  additional  minutes. 

Mr.  Waxman  [continuing].  Two  additional  minutes  in  lieu  of  that 
previous  round. 

Mr.  Rowland.  In  your  opinion,  if  this  was  curable,  a  curable  dis- 
ease, would  it  be  treated  differently  from  the  way  that  it  is  now, 
generally  speaking? 
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Mr.  Silverman.  I  think  if  it  were  a  curable  disease,  we  wouldn't 
have  any  problem  with  people  coming  forward  because  I  think  they 
would  come  forward,  and  if  we  can't  get  away  from — I  mean — and 
it  sounds  like  it  is  not  health,  but  it  really  is.  We  can't  get  away 
from  the  issue  of  discrimination.  It  keeps  people  from  coming  forth. 

Our  goal  is  to  bring  people  in,  have  them  counseled,  have  them 
tested,  change  their  behavior,  get  on  treatment.  If  our  goal  is  that, 
we  ought  to  make  every  effort  possible  to  make  that  setting  safe 
and  effective  for  that  individual,  and  if  they  feel— they  perceive 
that  it  is  unsafe,  they  won't  come  forward. 

The  premarital  testing  program  in  Illinois  was  turned  around  be- 
cause people  went  to  Wisconsin  to  get  married  or  just  decided  not 
to  get  married  at  all  and  just  to  live  together.  The  point  is,  people 
are  worried  about  this  discrimination.  We  know  it  happens.  Talk  to 
the  people.  Talk  to  Ryan  White  before  he  died.  Talk  to  the  Ray 
children.  Talk  to  thousands  of  others.  It  is  real. 

What  we  have  to  do  is  make  it  such  that  people  will  come  for- 
ward on  their  own  volition  into  a  safe  environment  and  then  give 
forth  that  information.  It  is  to  benefit  everyone. 

But  the  other  thing  is  that  many  of  these  diseases  on  the  list 
that  these  gentlemen  work  under  are  casually  spread,  are  easily 
spread  without  the  knowledge  of  someone  else.  If  we  can  educate 
everyone  not  to  place  themselves  at  risk — this  is  a  disease  basically 
of  consenting  adults,  and  if  we  are  not  careful,  consenting  youth, 
and  except  for  rape,  and  unborn  children  coming  from  infected 
mothers,  you  have  to  place  yourself  at  risk. 

Let's  put  our  energy  into  educating  people  so  they  don't  do  that 
and  then  we  don't  need  these  names  

Mr.  Rowland.  So  if  we  had  a  policy  that  addressed  the  problem 
of  discrimination,  we  wouldn't  have  a  problem  about  contact  trac- 
ing? 

Mr.  Silverman.  We  would  have  a  much  lower  problem  about 
that,  and  again,  you  can't  have  mandatory  contact  tracing.  That  is 
an  oxymoron.  I  can't  force  you  to  divulge  to  me  who  your  partners 
are.  What  it  takes  is  a  good  relationship,  and  if  we  have  a  good  re- 
lationship, whether  I  know  your  name  or  not,  I  can  work  on  notify- 
ing your  partner  and  getting  your  partner  in.  That  is  what  is  im- 
portant. 

Mr.  Rowland.  Thank  you,  Mr.  Chairman. 

Mr.  Smith.  Mr.  Rowland,  if  I  could  respond  just  for  1  second,  it 
seems  to  me  that  for  many  individuals  and  for  policjonakers  such 
as  yourselves,  too,  the  question  of  whether  to  get  tested  is  a  bal- 
ance. There  are  pros  and  cons  and  I,  frankly,  have  been  long  an 
advocate  for  encouraging  people  to  be  tested. 

But  I  think  that  you  now  are  finding  lots  more  people  encourag- 
ing people  at  risk  to  be  tested  than  2  or  3  years  ago,  in  part  be- 
cause I  think  discrimination  is  not  as  big  a  problem  as  it  was  2  to  3 
years  ago.  I  think  we  are  making  progress.  Also  because  there  is 
more  effective  treatment. 

So,  if  discrimination  is  one  of  the  cons  and  if  the  lack  of  avail- 
ability of  treatment  is  also  one  of  the  cons,  as  both  of  those  im- 
prove, I  think  people  are  more  willing  to  be  tested.  I  think  you  are 
seeing  lots  of  organizations,  individuals,  changing  their  positions, 
and  yes,  I  think  as  we  get  more  and  more  effective  therapy,  includ- 
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ing  a  "cure,"  I  think  we  will  all,  as  will  many  individuals  at  risk, 
reconsider  this  balance  in  their  minds. 

So  I  think  it  is  one  of  a  number  of  things  that  people  get  weighed 
and  I  think  you  are  seeing  a  transition  in  people's  thinking  as  the 
therapies  get  better. 

Mr.  Wexler.  Congressman,  if  I  can  address  this  question  for  just 
a  moment,  I  am  not  a  doctor.  My  stories  are  anecdotal.  I  have 
become  quite  a  proseljdiizer  for  testing.  In  fact,  I  have  become 
downright  obnoxious  about  it. 

I  have  encouraged  all  of  my  friends  and  colleagues  to  become 
tested  and  I  do  that  repeatedly  if  they  don't  do  that.  It  is  often  in- 
credibly difficult  to  get  someone  to  go  in  for  testing  because  that 
person  is  afraid,  first,  of  the  results;  second  of  all,  of  discrimina- 
tion; third,  that  his  name  will  end  up  on  some  list;  fourth,  that  he 
will  be  forced  to  reveal  the  names  of  all  the  people  he  has  been  to 
bed  with  for  the  last  10  years. 

If  any  of  those  things  are  prevalent,  it  is  much  more  difficult  to 
get  him  to  go  in  to  get  tested.  Each  one  of  those  things  that  you 
remove,  it  is  easier  to  get  him  to  go  in  and  get  tested.  If  what  we 
are  trying  to  do  is  get  people  to  volunteer  to  be  tested  so  that  we 
can  monitor  them  and  treat  them,  then  the  way  to  do  that  is  to 
assure  them,  one,  of  confidentiality;  two,  that  their  names  will  not 
end  up  on  a  list;  three,  of  nondiscrimination.  Otherwise,  they  will 
not  volunteer. 

Mr.  Dannemeyer.  Mr.  Chairman,  may  I  ask  the  gentleman  an 
additional  question? 

Mr.  Waxman.  It  is  Mr.  Nielson's  time.  Maybe  he  will  yield  

Mr.  NiEusoN.  I  will  yield  a  minute  to  Mr.  Dannemeyer. 

Mr.  Dannemeyer.  Mr.  Wexler,  you  are  from  Los  Angeles  County,  \ 
CA,  right?  I 

Mr.  Wexler.  That  is  correct.  j 

Mr.  Dannemeyer.  Are  you  familiar  with  the  existing  practice  in  I 
Los  Angeles  County  for  how  public  health  deals  with  contact  trac- 
ing for  curable  venereal  disease  patients?  : 

Mr.  Wexler.  No,  I  am  not. 

Mr.  Dannemeyer.  Let  me  advise  you  how  that  practice  currently 
exists.  When  a  physician  in  Los  Angeles  County  finds  a  patient 
with  a  curable  venereal  disease,  syphilis  or  gonorrhea,  the  doctor  is 
required  by  law  to  breech  the  confidentiality  of  the  doctor/ patient 
relationship  and  report  the  patient's  name,  address  and  Social  Se-  ^ 
curity  number  to  the  Los  Angeles  County  Public  Health  Depart-  I 
ment  and  contact  tracing  takes  place. 

This  is  how  contact  tracing  currently  takes  place.  The  public  ' 
health  worker  calls  up  the  patient  and  says,  "Who  were  your 
sexual  contacts  whereby  you  acquired  this  disease?"  If  the  individ- 
ual says,  "Stop  bothering  me,  I  am  going  to  call  the  ACLU",  the  ^ 
health  worker  says  very  politely,  'Sir,  if  you  do  not  voluntarily  sur- 
render your  sexual  contacts,  we  will  come  out  and  take  you  into 
custody.'" 

That  is  the  current  practice  in  Los  Angeles  County. 
Mr.  Wexler.  Congressman  

Mr.  Dannemeyer.  Most  people — let  me  finish,  sir.  Most  people 
get  the  message.  They  don't  push  it  that  far. 
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Now,  we  have  put  up,  in  our  society,  with  equanimity,  with  the 
invasion  of  our  civil  liberties,  as  I  have  described,  so  profound  is 
the  policy  of  our  public  health  authorities  to  prevent,  if  we  can,  the 
transmissibility  of  curable  venereal  disease.  And  for  our  society  to 
not  follow  this  same  practice  and  apply  the  same  standards  in  con- 
trolling a  noncurable  venereal  disease  has  prompted  a  lot  of  people 
in  this  country  to  really  question  what  has  happened  to  the 
common  sense  of  the  public  health  officials  of  America. 

Mr.  Wexler.  Congressman,  you  are  talking  apples  and  oranges. 
You  are  talking  about  a  disease  that  has  shown  symptoms  where  a 
person  has  to  come  in  and  get  treated.  I  am  talking  about  a  disease 

that  is  asymptomatic,  where  testing  is  voluntary  

I     Mr.  Dannemeyer.  And  I  am  submitting,  Mr.  Wexler  

Mr.  Wexler  [continuing].  And  the  question— let  me  finish, 
sir  

Mr.  Dannemeyer  [continuing].  You  are  concentrating  on  the 
status"  of  the  infected  and  ignoring  the  civil  rights  of  the  uninfect- 
i  ed. 

{     Mr.  Wexler.  I  am  concentrating  on  

Mr.  NiELSON.  Taking  back  my  time,  from  what  sources  does  Los 
Angeles  get  its  funds  to  treat  AIDS?  What  sources  do  you  have? 
Mr.  Wexler.  I  am  sorry,  I  didn't  hear  

Mr.  NiELSON.  From  what  sources  does  the  AIDS  Project  get 
money? 

Mr.  Wexler.  AIDS  Project  gets  70  percent  of  its  money  from  pri- 
I  vate  sources,  mostly  from  personal  donations,  some  foundation 
grants,  but  mostly  from  personal  donations.  Thirty  percent  from 
government  grants. 

Mr.  Nielson.  Thank  you.  If  we  pass  H.R.  4470,  how  many  more 
people  could  you  treat  than  you  do  now?  How  many  more  people 

could  you  take  care  of  if  you  had  more  

Mr.  Wexler.  We  would  hope  that  there  would  be  enough  funds 

that  we  could  take  care  of  the  people  that  will  

Mr.  Nielson.  That  is  not  my  question.  How  many  more  would 

you  take  care  of  if  you  have  H.R.  4470  

1     Mr.  Wexler.  I  don't  have  that  figure.  Congressman. 
Mr.  Nielson.  Would  you  get  it  for  me? 
Mr.  Wexler.  Certainly. 
Mr.  Nielson.  Thank  you. 

Of  the  individuals  you  serve,  how  many  provide  information  for 
contact  tracing?  Any  of  them? 
Mr.  Wexler.  We  don't  get  into  contact  tracing. 
Mr.  Nielson.  Do  some  of  them  offer  contact  tracing? 

Mr.  Wexler.  It  is  not  one  of  our  services.  We  never  ask  

Mr.  Nielson.  But  if  someone  told  you  that  they  were  willing  to— 
perfectly  willing  to  let  you  let  their  partners  know  about  it,  would 
you  follow  up? 
Mr.  Wexler.  Would  I  call  their  partners? 
Mr.  Nielson.  Yes. 

Mr.  Wexler.  No,  I  would  try  to  get  them  to  go  to  the  proper 
State  agencies  to  get  that  done.  I  don't  have  the  skill  to  go  and 
talk  

Mr.  Nielson.  In  connection  with  that,  you  mentioned  that  we  are 
not  supposed  to  lose  sight  of  the  fact  that  it  discriminates  against 
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them  if  we  do  require  the  Usting  of  partners.  What  about  their 
spouse?  Should  the  spouse  know? 

Mr.  Wexler.  If  I  were  HIV-infected,  I  would  want  my  spouse  to 
know,  and  I  would  hope  that  I  would  tell  my  spouse  that  I  was.  But 
that  is  

Mr.  NiELSON.  The  trouble  is,  if  the  spouse  does  not  know,  it 
might  affect  the  next  generation,  as  you  know.  Many  children  born 
innocent — like  the  boy  who  just  died — were  innocent  of  anything 
on  their  part.  It  seems  to  me  like  the  spouse  ought  to  at  least  be 
given  that  information. 

Mr.  Wexler.  But  if  the  person  who  is  infected  never  comes  in  to 
get  tested  in  the  first  place,  neither  he  nor  his  spouse  will  ever 
know. 

Mr.  NiELSON.  I  grant  that,  but  if  he  does  come  in  and  it  is  known 
it  will  affect  their  relationship,  their  children,  ever3^hing  else, 
shouldn't  the  spouse  know? 

Mr.  Wexler.  But  if  he — — 

Mr.  NiELSON.  Just  answer  yes  or  no.  Should  the  spouse  know? 

Mr.  Wexler.  Yes. 

Mr.  NiELSON.  Thank  you. 

You  mentioned  the  soon-to-be  infected  with  HIV.  What  steps  are 
you  trying  to  do  to  eliminate  or  minimize  that  number? 

Mr.  Wexler.  We  have  an  education  program  where  we  are 
trying  to  get  people  to,  first,  get  tested,  and  second  of  all,  to  learn 
of  safe  sex  techniques  and  how  the  disease  is  spread  and  how  they 
can  prevent  the  disease  from  spreading.  We  have  been  quite  suc- 
cessful at  that. 

Mr.  NiELSON.  Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Nielson. 

Gentlemen,  thank  you  very  much  for  your  testimony.  You  have 
done  an  excellent  job,  each  of  you,  and  you  have  been  very  helpful 
to  us. 

The  next  panel  is  made  up  of  the  following  witnesses:  The  Hon- 
orable Joseph  Lisa  is  chairman  of  the  New  York  City  Council  Com- 
mittee on  Health;  Dr.  William  Jones  is  president-elect  of  the  Medi- 
cal Society  of  Arkansas;  Dr.  Jerome  Schwartz  is  representing  the 
Medical  Society  of  New  York;  and  Dr.  Barbara  Rockett  is  past 
president  of  the  Medical  Society  of  Massachusetts. 

We  are  pleased  to  welcome  you  to  our  hearing  today.  Your  pre- 
pared statements  will  be  in  the  record  in  full.  What  we  would  like 
to  ask  each  of  you  to  do  is  to  limit  your  oral  presentation  to  no 
more  than  5  minutes  and  we  will  have  to  be  quite  strict  on  that  5- 
minute  time  constraint. 

Mr.  Lisa,  why  don't  we  start  with  you. 
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1  STATEMENTS  OF  JOSEPH  F.  LISA,  CHAIRMAN,  NEW  YORK  CITY 
COUNCIL  HEALTH  COMMITTEE;  WILLIAM  N.  JONES,  PRESI- 
DENT-ELECT, ARKANSAS  MEDICAL  SOCIETY;  JEROME 
SCHWARTZ,  ON  BEHALF  OF  MEDICAL  SOCIETY  OF  THE  STATE 
OF  NEW  YORK;  AND  BARBARA  A.  ROCKETT,  PAST  PRESIDENT, 
MASSACHUSETTS  MEDICAL  SOCIETY 

Mr.  Lisa.  Good  morning,  Chairman  Waxman,  and  members  of 
the  committee.  I  appreciate  the  opportunity  you  have  afforded  me 
to  comment  on  H.R.  4470,  the  AIDS  Prevention  Act  of  1990. 

Mr.  Chairman,  as  you  well  know,  we  worked  together  in  the 
1970's  to  end  discrimination  against  Americans  in  passing  antib- 
lack  list  boycott  legislation,  you  in  the  Federal  stage  and  I,  of 
course,  in  New  York.  Again,  I  look  forward  to  working  with  you  for 
the  protection  of  the  public  health  in  times  of  epidemics. 

The  purpose,  Mr.  Chairman,  and  members  of  the  committee,  of 
the  public  health  legislation  is  to  accomplish  two  mainstays:  One, 
the  care  of  the  sick,  and  two,  the  protection  of  the  uninfected.  With 
that  mainstay  in  place,  I  know  that  you  will  understand  my  com- 
ments. 

Insofar  as  section  2602  is  concerned,  the  requirements  in  respect 
to  an  informed  consent  is  concerned,  may  I  respectfully  suggest 
that  you  seriously  consider  the  tremendous  burden  that  is  being 
placed  upon  health  care  providers  of  our  Nation  in  requiring  test- 
ing only  after  obtaining  from  the  individual  a  statement  declaring 
that  the  individual  has  undergone  counseling  and  then  having 
them  sign  that  statement. 

This  complex  and  time  consuming  requirement  with  no  allow- 
ance for  flexibility  on  the  part  of  the  physician  places  an  unneces- 
l  sary  burden  upon  an  already  stressed  health  care  system  and  may, 
in  time,  in  my  opinion,  prove  to  be  a  serious  impediment  in  pre- 
venting physicians  from  being  able  to  best  diagnose  and  best  treat 
a  patient.  You  may  wish — and  I  say  this  as  a  lawyer  legislator  of 
20  years'  experience — to  do  just  the  reverse. 
:      I  encourage  you  to  seriously  consider  making  HIV  testing  a  rou- 
I   tine  examination  with  all  other  routine  requests  and  require  a 
i   written  statement  only  if  and  when  the  patient  declines  to  be 
tested.  The  right  not  to  be  tested  must  be  respected.  This  procedure 
would  protect  all  parties  concerned  by  providing  for  the  mecha- 
1  nism  for  refusal  to  be  tested  in  writing. 

1      Insofar  as  section  2603  is  concerned  concerning  counseling,  I  do 
not  pretend  to  know  the  fiscal  status  in  all  50  States.  However,  in 
the  Northeast,  we  are  experiencing  serious  fiscal  problems. 
I      In  my  State,  Mr.  Chairman,  the  State  of  New  York,  we  are 
i!  facing  an  estimated  $1.5  billion  budget  gap,  which  is  presently 
j  being  addressed  to  contemplated  cuts  in  services,  layoffs  and  new 
'  taxes.  Counseling,  as  described  in  H.R.  4470,  may  prove  to  be  a 
!   high-priced  item  which  could  be  significantly  reduced  in  cost  by  al- 
]  lowing  physicians  to  exercise  discretion  and  provide  appropriate 
'   counseling,  both  pre-  as  well  as  post-,  on  a  case-by-case  basis.  This 
conforms  to  the  present  practice  followed  by  the  health  care  com- 
munity in  almost  all  medical  situations. 

Insofar  as  section  2605  is  concerned,  I  am  very,  very  pleased  with 
this  provision  in  encouraging  and  offering  preventive  health  care 
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services.  I  support  the  concepts  contained  in  section  2605  of  the 
bill. 

Might  I  point  out  that  we  might  want  to  extend  it  to  HIV  anti- 
body testing  to  be  routinely  offered  to  marital  applicants  and  to 
pregnant  women,  I  need  point  no  further  than  to  the  New  York 
State  experience. 

Three  years  ago,  we  virtually  eliminated  congenital  syphilis  in 
New  York.  We,  as  some  other  States,  then  abolished  blood  testing 
for  marital  applicants,  which  was  the  mainstay  for  protecting  in- 
fants from  this  often  fatal  disease  for  the  past  50  years.  We  are 
presently  faced  with  an  explosion  of  congenital  syphilis  in  massive 
epidemic  proportions. 

We  all  recognize  that  this  alarming  effect  may  also  be  accompa- 
nied by  HIV  infections  from  the  same  infected  population  group.  I 
suggest  you  also  consider  including  court-ordered  testing  for  cer- 
tain specific  categories  of  persons:  victims  of  rapes  and  sodomies, 
children  who  have  been  subjected  to  fully  consummated  sex  of- 
fenses, health  care  providers,  peace  offices,  fire  fighters,  EMTs, 
court  officers  and  correction  officers. 

Insofar  as  section  2607  is  concerned,  reporting  and  contact  trac- 
ing— let  me  tell  you.  New  York,  last  year,  passed  article  27-F  of 
the  New  York  State  Public  Health  law,  the  strongest  HIV  confi- 
dentiality statute  in  the  Nation.  It  was  bottomed  on  a  legislative 
intent  that  maximum  confidentiality  will  encourage  people  to  come 
in  to  be  tested.  Do  you  know  what  happened?  Practically  the  same 
number  of  people  came  in  in  the  one  year  that  article  27-F  has 
been  in  effect  to  be  tested  as  in  previous  years. 

Don't  we  understand  that  the  HIV  epidemic,  as  compared  to  the 
AIDS  epidemic — and  they  are  two  separate  epidemics— the  HIV 
epidemic  has  always  been  underground  and  still  remains  under- 
ground in  New  York,  in  spite  of  the  HIV  confidentiality  statute 
that  we  passed. 

We  have  an  estimated  200,000  to  400,000  HIV  infections  in  New 
York  and  less  than  10  percent  of  that  population  has  been  tested. 
That  means  that  90  percent  of  those  that  are  HIV-infected  and  in- 
fective have  not  been  tested  in  New  York.  I  warn  you  not  to  make 
the  mistake  we  have  made  in  New  York. 

Mr.  Chairman,  in  view  of  the  time  provisions,  might  I  commend 
you  to  read  the  last  page  and  a  half  unless  I  might  be  permitted  on 
question  and  answer  to  talk  about  my  comments  as  contained  in 
the  written  statement. 

Mr.  Waxman.  The  whole  statement  is  going  to  be  in  the  record 
and  it  may  well  come  up  during  the  questions  and  answers. 

Mr.  Lisa.  Thank  you. 

[The  prepared  statement  and  attachment  of  Mr.  Lisa  follow:] 

Statement  of  Joseph  F.  Lisa,  Chairman,  New  York  City  Council  Health 

Committee 

Good  morning.  Chairman  Waxman,  and  members  of  the  committee,  I  appreciate 
the  opportunity  you  have  afforded  me  to  comment  on  H.R.  4470,  the  Aids  Preven- 
tion Act  of  1990. 

Insofar  as  section  2602,  requirements  with  respect  to  confidentiality  and  informed 
consent  is  concerned,  may  I  respectfully  suggest  that  you  seriously  consider  the  tre- 
mendous burden  you  are  placing  upon  the  health  care  providers  of  our  Nation  in 
requiring  testing:  "Only  after  obtaining  from  the  individual  a  statement,  declaring 
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that  the  individual  has  undergone  the  counseling  described  in  section  2603(a)  and 
that  the  decision  of  the  individual  with  respect  to  undergoing  such  testing  is  volun- 
tarily made." 

This  complex  and  time-consuming  requirement  with  no  allowance  for  flexibility 
on  the  part  of  the  physician  places  an  unnecessary  burden  upon  an  already  stressed 
health  care  system  and  may  in  time  prove  to  be  a  serious  impediment  in  preventing 
a  physician  from  being  able  to  best  diagnosis  and  best  treat  the  patient. 

You  may  wish  to  consider  making  the  HIV  antibody  test  part  of  the  "routine" 
examination  as  with  all  other  "routine"  tests  and  require  a  written  statement,  only 
if  and  when,  the  patient  declines  to  be  tested. 

The  right  not  to  be  tested  must  be  respected  and  this  procedure  would  protect  all 
parties  concerned  by  providing  for  the  mechanism  for  "refusal"  to  be  tested  to  be 
required  in  writing. 

Insofar  as  section  2603,  requirement  of  provision  of  certain  counseling  services  is 
concerned,  I  do  not  pretend  to  know  the  fiscal  status  of  all  50  States;  however,  in 
j  the  Northeast,  we  are  experiencing  serious  fiscal  problems. 

In  my  State,  the  State  of  New  York,  we  are  facing  an  estimated  "$1.5  billion 
budget  gap  which  is  presently  being  addressed  through  contemplated  cuts  in  serv- 
ices, layoffs,  and  new  taxes. 
|i  Counselling,  as  described  in  H.R.  4470  may  prove  to  be  a  high  price  item;  which, 
I  could  be  significantly  reduced  in  cost  by  allowing  physicians  to  exercise  discretion 
■i  and  provide  appropriate  counseling,  both  pre  as  well  as  post  on  a  case-by-case  basis, 
li      This  conforms  to  the  present  practice  followed  by  the  health  care  community  in 

almost  all  medical  situations, 
I  Insofar  as  section  2605  offering  and  encouraging  preventive  health  services  is  con- 
cerned, I  support  the  concepts  presently  contained  in  section  2605  of  the  bill,  requir- 
ing the  offering  and  encouraging  preventive  health  service  in  STD,  drug  abuse, 
family  planning,  and  TB  clinics;  however,  I  would  suggest  you  seriously  consider 
adding  the  requirement  that  the  HIV-antibodytest  be  routinely  offered  to  marital 
applicants  and  to  pregnant  women.  I  need  point  no  further  than  to  the  New  York 
experience.  .  .  . 

Three  years  ago,  we  virtually  eliminated  congenital  syphilis  in  New  York. 

We,  as  some  other  States,  abolished  blood  testing  for  marital  applicants,  which 
i  was  the  mainstay  for  protecting  infants  from  this  often-fatal  disease  of  the  past  50 
i  years. 

jj  We  are  presently  faced  with  an  explosion  of  congenital  syphilis  in  massive  epi- 
'  demic  proportions. 

We  all  recognize  that  this  alarming  fact  may  also  be  accompanied  by  HTV-infec- 
tion  within  the  same  infected  population  group. 

I  gdso  suggest  you  consider  including  court-ordered  testing  for  certain  specific  cat- 
egories of  persons;  for  example,  victims  of  rape,  sodomy,  and  child  sex  offenses, 
health  care  providers,  peace  officers,  firefighters,  EMT's,  and  court  and  correction 
officers,  as  contemplated  in  my  resolution  No.  142  introduced  in  the  city  council  of 
j  the  city  of  New  York  (a  copy  annexed  hereto). 

I     Insofar  as  section  2607  requiring  reporting  and  contact  tracing  with  respect  to 
'  cases  of  HIV-infection  is  concerned,  may  I  point  out  that  the  current  HIV  epidemic, 
which  will  be  the  aids  epidemic  of  the  1990's,  is  a  new  epidemic  of  ever  more  in- 
creasing cases  of  "families." 

The  future  cases  of  AIDS  will  result  from  HIV  infections  in  minority,  poor, 
women,  babies  and  adolescents. 

And,  because  of  these  facts,  we  must  begin  to  use  contact  tracing  and  partner  no- 
tification as  part  of  our  public  health  approach  to  the  new  epidemic. 

We  cannot  wait  until  the  silent  and  invisible  HIV  infections  become  clinically 
symptomatic  for  then  it  may  be  too  late  for  too  many. 

The  spread  of  heterosexually  transmitted  HIV-infections  in  the  above-mentioned 
population  groups  is  a  direct  result  of  the  lengthy  incubation  period  accompanied  by 
•i  insufficient  utilization  of  HIV  antibody  tests. 

)  In  New  York  City,  where  we  have  an  estimated  200,000  to  400,000  cases  of  HIV- 
1  infections,  less  than  10  percent  of  those  infected  have  been  tested. 

The  remaining  90  percent  do  not  know  that  they  are  infected  and  infective. 

I  warn  you  not  to  make  the  mistake  we  may  have  made  in  New  York, 
I      Our  new  HlV-confidentiality  law  article  27-F  of  the  NYS  public  health  law  was 
enacted  on  a  legislative  finding  that  maximum  confidentiality  will  encourage  test- 
I  mg. 

In  the  first  year  of  its  enactment  we  witness  no  appreciable  increase  in  HlV-test- 
'    ing  than  in  previous  years. 
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We  in  New  York  have  the  strongest  confidentiality  statute  in  the  Nation  and  the 
HIV  epidemic  continues  to  remain  underground. 

This  unfortunate  fact  is  further  compounded  when  we  recognize  that  the  New 
York  statute  changes  what  was  the  "duty"  of  the  physician  to  warn  spouses  and 
other  contacts  of  sexually  transmitted  infections  to  a  "permissive"  act. 

In  New  York,  a  physician  may  warn  a  contact  only  if  he  or  she  has  reason  to 
believe  the  patient  will  not  inform  their  partners. 

If  mistaken  in  this  critical  judgment  call  the  physician  can  be  held  liable  in  a  civil 
suit  and  prosecuted  for  a  misdemeanor  crime. 

As  a  result  of  these  "chilling"  provisions,  it  is  no  wonder  that  in  1989  in  New 
York  City,  the  major  epicenter  of  the  AIDS  epidemic  in  the  western  hemisphere,  not 
one  single  private  physician  reported  one  case  of  HIV-infection  to  the  New  York 
City  Department  of  Health  for  contact  tracing  and  partner  notification. 

This  failure  to  protect  the  public  health  is  further  dramatized  by  the  fact  that 
during  that  period  private  physicians  submitted  more  than  50,000  specimens,  of 
which  11,000  were  HIV-positive. 

Finally,  I  have  introduced  and  passed  resolution  No.  278  supporting  the  Kennedy- 
Hatch  bill  (S.  2240)  which  would  provide  for  financial  relief  to  those  metropolitan 
areas  hardest  hit  by  the  AIDS  public  health  disaster;  and,  I  fear  that  the  conditions 
contained  in  H.R.  4470  may  prevent  these  funds  from  being  distributed  to  those 
areas  unless  there  is  a  strict  compliance  with  the  terms  and  conditions  of  this  legis- 
lation as  presently  drafted. 

Thank  you  for  the  opportunity  to  comment  on  this  most  vital  subject.  Should  you 
have  any  questions,  I  would  be  delighted  to  answer  them. 


Resolution  No.  142— January  23, 1990 

Resolution  calling  upon  the  State  Legislature  to  amend  Article  27-F  of  the  Public 
Health  Law  to  allow  individuals  in  the  following  categories  who  have  had  direct 
skin  or  mucous  membrane  contact  with  the  blood  or  other  bodily  fluids  of  another 
individual,  to  obtain  a  court  order  requiring  the  latter  individual  to  be  tested  for 
HIV  infection  and  other  communicable  diseases,  if  the  court  determines  there  is 
reason  to  believe  that  such  contact  may  have  occurred:  victims  of  rape,  sodomy, 
child  sex  offenses  and  other  sex  crimes;  health  care  providers,  employees  of  a  health 
care  facility,  EMTs  and  firefighters  while  in  the  performance  of  their  duties,  and 
police  officers  and  peace  officers,  including  uniformed  court  officers  and  correction 
officers,  when  assisting  an  individual  in  the  course  of  their  duties  or  when  involved 
with  an  individual  interfering  with  their  duties,  who  has  been  criminally  charged 

By  Council  Member  Lisa. 

Whereas,  The  New  York  State  Division  of  Substance  Abuse  Services  estimates 
that  there  are  between  200,000  and  230,000  intravenous  drug  users  ["IVDUs"]  in 
New  York  State,  and  that  55  percent  to  60  percent  of  them  are  infected  with  the 
human  immunodeficiency  virus  ["HIV"],  indicating  that  there  may  be  as  many  as 
150,000  HIV-infected  IVDUs  presently  living  in  New  York  City;  and 

Whereas,  The  New  York  State  Department  of  Correctional  Services  estimates  that 
70  percent  of  all  felons  convicted  in  New  York  State  in  1987  were  using  "hard*' 
drugs  at  the  time  they  committed  their  crimes;  and 

Whereas,  In  1988  there  were  37,093  drug-related  arrests  made  in  the  City  of  Ne^ 
York;  and 

Whereas,  In  1988  there  were  3,412  complaints  of  forcible  rape,  565  complaints  oJ 
sodomy  and  1,054  complaints  of  sexual  abuse  reported  to  the  New  York  City  Police 
Etepartment;  and 

Whereas,  In  the  same  year  there  were  4,249  complaints  concerning  incidents  ir 
which  police  officers  were  assaulted  in  the  City;  and 

Whereas,  The  U.S.  Centers  for  Disease  Control  states  that  HIV  can  be  .transmit 
ted  through  intimate  sexual  contact,  as  well  as  by  exposure  of  the  eyes,  mucous 
membrane  tissue  or  broken  skin  to  the  blood  of  an  HIV-infected  individual;  land 

Whereas,  Section  2781  of  the  New  York  State  Public  Health  Law  prohibits  in  vol 
untary  HIV  testing,  and  further  prohibits  such  testing  without  the  written  conseni 
of  the  party  being  tested,  except  under  very  limited  circumstances;  and 

Whereas,  As  the  number  of  persons  infected  with  HIV  increases,  the  probabilitj 
of  infection  by  the  virus  also  increases  for  those  who  work  in  occupations  that  maj 
involve  the  exchange  of  blood  or  other  bodily  fluids,  such  as  health  care  providers 
employees  of  a  health  care  facility,  EMTs,  and  firefighters  and  for  police  officerj 
and  peace  officers,  who  are  often  bitten,  scratched,  spit  upon,  or  otherwise  involvec; 
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in  a  potential  exchange  of  blood  or  other  bodily  fluids  in  the  course  of  their  duties; 
and 

Whereas,  The  United  States  Food  and  Drug  Administration  and  Dr.  Louis  Sulli- 
van, Secretary  of  the  United  States  Department  of  Health  and  Human  Services, 
now  recommend  early  diagnosis  of  HTV  infection,  so  that  treatment  with  medica- 
tion, such  as  Azidothymidine,  can  be  prescribed  immediately  to  attempt  to  limit, 
and  perhaps  stem,  the  spread  of  the  HIV  infection;  now,  therefore,  be  it 

Resolved,  That  The  Covmcil  of  the  City  of  New  York  calls  upon  the  State  Legisla- 
ture to  amend  Article  27-F  of  the  Public  Health  Law  to  allow  individuals  in  the 
following  categories  who  have  had  direct  skin  or  mucous  membrane  contact  with 
the  blood  or  other  bodily  fluids  of  another  individual,  to  obtain  a  court  order  requir- 
ing the  latter  individual  to  be  tested  for  HTV  infection  and  other  communicable  dis- 
eases, if  the  court  determines  there  is  reason  to  believe  that  such  contact  may  have 
occurred:  victims  of  rape,  sodomy,  child  sex  offenses  and  other  sex  crimes;  health 
care  providers,  employees  of  a  health  care  facility,  EMTs  and  firefighters  while  in 
the  performance  of  their  duties,  and  police  officers  and  peace  officers,  including  uni- 
formed court  officers  and  correction  officers,  when  assisting  an  individual  in  the 
course  of  their  duties  or  when  involved  with  an  individual  interfering  with  their 
duties,  who  has  been  criminally  charged. 

Referred  to  the  Committee  on  Health. 


Resolution  No.  278— March  8,  1990 

Resolution  commending  Senators  Edward  M.  Kennedy  and  Orrin  G.  Hatch  for  in- 
troducing S.  2240,  a  bill  which  would  provide  grants  to  improve  the  quahty  and 
availability  of  care  for  individuals  and  families  with  AIDS  and  HTV  disease,  and 
commending  Senators  Daniel  P.  Moynihan  and  Alfonse  M.  D'Amato  for  cosponsor- 
ing  this  bill  and  urging  the  Congress  to  immediately  enact  this  legislation. 

By  Council  Member  Lisa;  also  Council  Members  Castaneira,  Colon,  DiBrienza, 
Dryfoos.  Eisland,  Eldridge,  Fields,  Foster,  Gerges,  Greitzer,  Harrison,  Hcrwitz, 
Leffier,  Maloney,  McCaffrey,  Michels,  O'Donovan,  Pinkett,  Robles,  Ward,  WiUiams 
and  Wooten. 

Whereas,  The  New  York  City  Department  of  Health  reports  that  as  of  January 
12,  1990,  the  City  has  recorded  24,626  cases  of  acquired  immunodeficiency  syndrome 
[AIDS],  as  defined  by  the  Centers  for  Disease  Control  [CDC],  and  15,621  deaths  from 
the  disease;  and 

Whereas,  The  New  York  State  Department  of  Health  beUeves  that  there  are  cur- 
rently between  180,000  to  360,000  individuals  in  the  City  infected  with  the  human 
immunodeficiency  virus  [HIV];  and 

Whereas,  CDC  estimates  that  the  incubation  period  of  HTV  from  the  time  of  infec- 
tion to  symptomatic  diagnosis  is  ten  years  and  the  New  York  City  AIDS  Task  Force 
projects  that  the  City's  new  cases  of  symptcmatically  ill  HIV-infected  persons  as 
weU  as  persons  with  AIDS  will  total  as  many  as  10,739  in  1990  and  will  continue  to 
increase  so  that  in  1993  there  wiU  be  as  many  as  16,001  new  cases;  and 

Whereas,  The  AIDS  Task  Force  further  projects  that  the  cost,  stated  in  1989  dol- 
lars, of  providing  only  seven  important  HTV-related  services  in  the  City,  such  as 
acute  inpatient  care,  skilled  nursing  facility  care  and  outpatient  physician  visits, 
will  be  $1,176  billion  in  1990  and  will  increase  to  $1,844  billion  in  1993;  and 

Whereas,  In  its  report,  "The  State  of  New  York  City's  Municipal  Hospital 
System"  for  Fiscal  Year  1989,  the  City  Hospital  Visiting  Committee  notes  that  the 
health  care  system  "is  already  almost  overwhelmed  by  substance  abuse  and  AIDS 
patients  and  the  stress  they  place  on  acute  care,  psychiatric  services,  women's 
health  and  neonatal  services,  and  long-term  care";  and 

Whereas,  Dr.  Stephen  C.  Joseph,  former  New  York  City  Commissioner  of  Health, 
has  stated  that  "those  most  affected  by  the  'new'  epidemic  of  AIDS  are  blacks,  his- 
panics,  women,  children  and  the  poor  and  minority  residents  of  New  York  City  who 
may  not  even  know  they  are  at  risk  of  infection"  and  Health  and  Hospitals  Corpora- 
tion has  foimd  that  as  the  epidemic  shifts  into  such  populations,  the  intense  pres- 
sures on  its  system  will  compromise  patient  access  and  the  quahty  of  care;  and 

Whereas,  It  is  critical  that  New  York  Qty  maintain  a  health  care  system  which 
provides  HTV-related  services  necessary  to  respond  to  the  medical  emergency  result- 
ing from  the  AIDS  epidemic;  and 

Whereas,  According  to  CDC,  New  York  Qty,  at  the  end  of  1989,  had  twenty-one 
percent  of  the  AIDS  cases  in  the  United  States;  and 
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Whereas,  The  federal  government  provides  emergency  funds  where  natural  disas-  I 
ters  devastate  specific  geographical  areas  in  order  to  ensure  the  health  and  safety  of 
its  citizens;  and 

Whereas,  Senators  Edward  M.  Kennedy  and  Orrin  G.  Hatch  have  this  week  intro- 
duced a  bill,  S.  2240,  entitled  the  Comprehensive  AIDS  Resources  Emergency 
[CARE]  Act  of  1990,  which  would  provide  grants  to  improve  the  quality  and  avail- 
ability of  care  for  individuals  and  families  with  AIDS  and  HIV  disease,  providing 
emergency  relief  to  those  metropolitan  areas  hardest  hit  by  the  AIDS  public  health 
disaster,  as  well  as  direct  grants  to  states  to  develop  more  effective  £ind  cost  efficient 
systems  for  the  delivery  of  essential  health  and  support  services;  and 

Whereas,  The  bill  would  also  require  the  Secretary  of  Health  and  Human  Services 
to  commission  independent  research  by  experts  in  health  services  delivery  and  fi- 
nancing; now,  therefore,  be  it   

Resolved,  That  the  Council  of  the  City  of  New  York  commends  Senators  Edward 
M.  Kennedy  and  Orrin  G.  Hatch  for  introducing  S.  2240,  a  bill  which  would  provide 
grants  to  improve  the  quality  and  availability  of  care  for  individuals  and  families 
with  AIDS  and  HIV  disease,  and  commends  Senators  Daniel  P.  Moynihan  and  Al- 
fonse  M.  D'Amato  for  cosponsoring  this  bill  and  urges  the  Congress  to  immediately 
enact  this  legislation. 

Adopted. 

Mr.  Waxman.  Mr.  Jones. 

STATEMENT  OF  WILLIAM  N.  JONES 

Mr.  Jones.  Chairman  Waxman,  members  of  the  committee,  I  am 
Dr.  William  N.  Jones,  of  Little  Rock,  AR.  I  am  a  dermatologist  in 
private  practice.  I  am  president-elect  of  the  Arkansas  Medical  Soci- 
ety, chairman  of  the  Committee  on  AIDS  of  the  Arkansas  Medical 
Society,  a  member  of  the  Governor's  Advisory  Committee  on  AIDS 
and  a  clinical  professor  of  dermatology  at  the  University  of  Arkan- 
sas' School  of  Medicine. 

Although  I  am  a  member  of  the  American  Medical  Association,  I 
am  not  here  today  as  an  AMA  spokesman. 

The  principal  reason  I  am  here  today  is  to  implore  you  to  include 
in  any  legislation  on  the  Acquired  Immunodeficiency  Sjoidrome  the 
requirement  that  HIV  seropositive  persons  be  reported  to  the  De- 
partments of  Health  of  the  50  States  for  the  purpose  of  contact 
tracing  and  partner  notification. 

I  am  pleased  to  tell  you  that  in  December  1989,  this  became  the  ^ 
recommendation  of  the  American  Medical  Association.  It  is  past 
time  for  our  government  to  take  this  step  to  help  control  the^ 
spread  of  the  HIV  epidemic. 

For  far  too  long,  we  have  failed  to  apply  the  same  public  health 
measures  to  contain  the  HIV  epidemic  as  are  taken  to  control  the  I 
spread  of  other  communicable  and  sexually  transmissible  diseases.  5 
AIDS  has  resulted  in  more  than  76,000  deaths  in  this  country.  Re- 
portability  and  contact  tracing  are  new  strategies  in  the  control  of  |  ^ 
sexually  transmissible  diseases.  Reportability  and  contact  tracing  iijojj 
make  it  possible  for  the  infected  person  to  be  counseled  on  all  as- 
pects  of  the  infection  and  the  determination  of  his  or  her  sexual  ji  ^ 
and  drug  contacts  so  they  may  be  interviewed,  counseled  and  of- ,  ^ 
fered  testing.  u 

For  more  than  40  years,  this  process  ^fei^been  an  historically  [  j 
proven  technique  for  the  control  of  sexuallytransmissible  diseases  w 
and,  in  large  measure,  is  responsible  for  the  control  of  syphilis  and 
gonorrhea.  ^  ^ 

As  of  July  1989,  28  States  required  the  reporting  of  persons^n- i*; 
fected  with  Human  Immunodeficiency  virus.  Colorado  was  the  first  i 
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State  with  such  a  regulation.  Early  experience  in  Colorado  indicat- 
ed that  of  the  first  260  contacts  interviewed,  counseled  and  tested, 
42  were  seropositive  for  HIV,  an  infection  rate  of  16.2  percent. 

We  have  been  reporting  in  contact  tracing  in  the  State  of  Arkan- 
sas since  June  1988.  Our  contact  infection  rate  is  15.7  percent.  It  is 
,  apparent  that  those  persons  that  were  previously  unaware  of  their 
I  infection  and  the  potential  for  spreading  the  infection  to  their 
1  sexual  and  drug  contacts—it  is  apparent  that  those  persons  were 
potentially  infectious  to  others. 
Those  contacts  that  tested  negative  were  counseled  and  educated 
;  about  their  risk  behavior  and  were  offered  repeat  testing  to  cover 
i  the  window,  the  interval  between  infection  and  becoming  seroposi- 
!  tive.  Early  arguments  against  reportability  and  contact  tracing 
J  were  not  well-founded  and  certainly  are  without  merit  now.  The 
il  rights  of  an  individual  to  privacy  and  confidentiality  are  protected 
I  in  any  sexually  transmissible  disease  program.  Concerns  about  the 
occasional  breach  of  privacy  and  confidentiality  of  the  individual 
have  to  be  second  considerations  to  the  right  of  the  public  to  be 
I  protected  from  this  fatal  viral  epidemic. 

Concern  for  the  previously  uninformed  contact  has  been  neglect- 
'  ed.  Some  said  there  is  no  treatment;  therefore,  there  is  nothing  to 
offer  newly  found  seropositive  persons.  AZT  has  been  unequivocally 
^  shown  to  lengthen  the  interval  between  the  onset  of  infection  and 
1  the  development  of  symptomatic  disease. 

\  It  is  important  for  us  to  remember  that  HIV  infection  is  a  con- 
'  tinuum  of  disease  leading  to  death.  The  infected  person  is  infec- 
»  tious  to  others  from  very  early  in  his  or  her  infection.  To  require 
reportability  at  the  end  stage  of  this  process  for  statistical  purposes 
I  and  not  require  the  reporting  of  infection  is  incomplete  policy  and 
]  not  in  the  best  interests  of  the  health  and  welfare  of  the  citizens  of 
^  the  United  States. 

J     The  longer  we  delay  in  putting  this  process  into  action,  the  great- 
er the  tragedy  and  loss  of  lives  that  could  have  been  saved  by  these 
g  measures. 

i  Mr.  Chairman,  I  would  like  to  add  to  my  written  testimony.  I 
Ig  have  been  sitting  here  since  the  beginning  of  this  session  today  and 
f  speaker  after  speaker  has  talked  about  the  strain  on  the  purse 
i  strings  of  our  cities,  our  States  and  our  Federal  Government,  and 
\i  have  expressed  compassion  for  the  ill  and  the  dying.  I  think  that 
1  those  points  just  reinforce  the  necessity  for  reporting  and  contact 
tracing  earlier.  They  speak  of  intervention,  but  intervention  makes 
ji  more  sense  early.  Find  the  person  who  unknowingly  is  being  ex- 
I  posed  to  the  disesise. 

I     That  is  the  end  of  my  remarks.  Thank  you,  Mr.  Chairman. 
I     Mr.  Rowland  [presiding].  Thank  you.  Dr.  Jones. 
I     Dr.  Schwartz. 

Mr.  Schwartz.  In  the  absence  of  Mr.  Waxman,  I  will  just  ad- 
dress the  distinguished  

Mr.  Rowland.  I  am  chairing  right  now  and  I  give  you  permission 
to  go  ahead. 
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STATEMENT  OF  JEROME  SCHWARTZ 

Mr.  Schwartz.  Dr.  Rowland,  I  am  Dr.  Jerome  Schwartz,  a  prac- 
ticing obstetrician  and  gynecologist  on  Long  Island  in  New  York 
State. 

A  year  ago,  as  president  of  the  New  York  State  Society  of  Obste- 
tricians and  G3niecologists,  I  appeared  here  in  Wsishington  before  a 
similar  health  committee  in  support  of  the  bill,  H.R.  3102,  intro- 
duced by  Congressman  Dannemeyer.  At  that  time,  our  organiza- 
tion, in  concert  with  two  other  New  York  State  organizations,  insti- 
tuted the  suit  against  Dr.  David  Axelrod,  the  New  York  State  Com- 
missioner of  Health,  to  force  him  to  declare  AIDS  a  communicable 
and  sexually  transmitted  disease. 

If  AIDS  were  so  declared,  it  would  then  become  an  appropriate 
subject  for  the  Public  Health  Council  of  New  York,  which  would 
have  the  power  to  deal  with  any  matter  affecting  the  health,  public 
health  or  security  of  life  of  all  New  Yorkers.  We  lost  the  first 
round,  but  the  matter  is  still  in  the  courts. 

At  the  present  time,  our  country  is  faced  with  a  new  disease  of 
epidemic  proportions.  Prior  to  1981,  there  were  only  five  reported 
cases  of  AIDS.  To  date,  we  have  125,000  reported  cases,  of  which 
70,000  have  died.  There  are  1,000  new  cases  of  HIV  seropositive  pa- 
tients reported  daily  in  the  United  States,  the  rate  doubling  in 
numbers  every  13  to  15  months. 

The  Rand  Corporation  projections  are  that  in  the  year  2000, 
there  will  be  between  5  to  14  million  cases  of  AIDS  in  the  United 
States  if  there  is  no  amelioration  of  the  rate  of  infection.  If  the  gen- 
eral population  were  to  be  tested  today,  at  least  1.5  million  people 
would  test  HIV-positive. 

The  significance  of  these  grim  projections  is  clear.  The  impact  of 
the  AIDS  epidemic  on  our  citizens,  our  hospitals  and  our  country 
will  exceed  any  public  health  crisis  faced  in  modern  times.  Ten  per- 
cent of  all  hospital  costs  are  AIDS-related,  approximately  $1  mil- 
lion per  day  in  the  United  States. 

The  estimated  cost  of  caring  for  these  patients  over  the  next  4 
years  will  be  approximately  $40  billion.  I  might  include,  when  I 
first  wrote  this  up,  I  didn't  know  how  to  write  $40  billion,  so  we 
had  to  write  it  out  instead  of  just  putting  zeroes  after  the  $40. 

In  order  to  stem  the  marked  increase  of  numbers  of  HIV  seropo- 
sitive and  AIDS  patients,  we  firmly  believe  in  HIV  antibody  testing 
in  every  public  and  private  clinical  facility  for  sexually  transmitted 
diseases,  IV  drug  users,  family  planning,  tuberculosis,  health  emer- 
gency rooms,  hospital  outpatient  departments,  private  physicians' 
offices  and  various  public  funded  test  sites. 

Mandatory  HIV  testing  should  be  reserved  for  all  prisoners  and 
contact  prison  personnel.  All  testing,  either  mandatory  or  volun- 
tary, must  be  accompanied  by  confidential  counseling. 

Written  consent  must  not  be  mandated  inasmuch  as  there  are 
many  extenuating  circumstances  where  a  written  consent  was  not 
and  cannot  be  obtained,  unconscious  admissions  to  emergency 
rooms  and  recalcitrant  drug  addicts. 

Seventy-seven  percent  of  pregnant  women  who  are  seropositive 
will  transmit  the  virus  to  the  newborn.  In  the  5  boroughs  of  New 
York,  101  neonates  tested  positive  for  HIV  infection.  In  the  Bronx, 
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J  1  out  of  every  44  neonates  test  positive  for  the  HIV  virus,  Newark, 
I  NJ  has  the  highest  rate  in  the  United  States,  where  1  out  of  every 
I    20  neonates  test  positive  for  the  HIV  virus. 

1  Yet,  with  these  crushing  numbers,  there  is  no  mandate  to  test 
I    pregnant  women  for  the  virus. 

I  On  the  other  hand,  in  New  York  State,  where  there  has  been  an 
increase  in  congenital  syphilis  in  the  newborn  from  41  cases  in 
1984  to  377  cases  in  1988,  mandatory  testing  of  all  newborns  for 

,  syphilis  has  been  reinstituted.  We  believe  that  all  pregnant  women 
must  be  tested  for  HIV  virus  when  they  are  in  a  hospital  setting 
prior  to  delivery. 

i      Our  organization  supports  the  concept  of  confidential  reporting 
I   of  HrV  results  to  the  appropriate  public  health  officials  and  the  im- 
1   plementation  of  partner  notification  programs.  This  is  an  absolute 
i   necessity  so  that  those  partners  who  are  seropositive  may  have  the 
opportunity  to  avail  themselves  of  present  treatment  and  to  change 
their  behavior  to  prevent  the  transmission  of  the  virus  to  others. 
Those  partners  who  are  seronegative  after  appropriate  counselling 
and  education  may  change  their  pattern  of  behavior  before  they 
too  become  seropositive.  May  I  just  continue  for  about  another 
minute,  another  30  seconds,  sir. 
Mr.  Waxman.  Just  conclude  your  remarks. 

Mr.  Schwartz.  At  the  present  time,  we  have  a  plague  upon  our 
land.  If  we  now  institute  a  vigorous  and  comprehensive  national 
prevention  and  treatment  program,  we  may  be  able  to  slow  down 
this  epidemic  and  save  large  numbers  of  lives  and  substantially 
reduce  the  enormous  burdens  and  costs  of  this  epidemic  in  years  to 
come. 

li  I  want  to  thank  you  for  the  privilege  of  letting  me  come  to  ad- 
dress you. 

Mr.  Waxman.  Thank  you  very  much.  Dr.  Schwartz, 
j      Ms.  Rockett,  I  am  going  to  interrupt  you  for  a  minute  before  we 
i!  get  started  with  your  testimony. 

j      Our  colleague.  Congressman  Frank  Guarini,  who  was  to  testify 
earlier,  is  now  here.  He  has  been  tied  up  on  the  Budget  Committee 
deliberations  and  I  wanted  to  ask  if  he  would  come  forward  and 
ij   present  his  testimony  to  us.  I  know  he  is  going  to  have  to  leave 
!   very,  very  shortly.  Then  we  will  come  back  to  you. 

STATEMENT  OF  HON.  FRANK  GUARINI,  A  REPRESENTATIVE  IN 
j  CONGRESS  FROM  THE  STATE  OF  NEW  JERSEY 

f  Mr.  Guarini.  Thank  you  very  much,  Mr.  Chairman.  As  always, 

I  you  are  very  gracious  and  I  appreciate  being  able  to  have  my  re- 

I  marks  made  at  this  time  out  of  order.  I  understand  that  Senator 

I  Lautenberg  was  here  this  morning  and  had  testified  concerning  the 

I  amendment  that  I  am  also  very,  very  deeply  interested  in,  and  the 

1  budget  hearings  are  not  by  any  way  unrelated  to  what  we  are 

I  doing  here  today,  so  I  feel  as  though  I  can  wear  a  double  hat  right 

I  now. 

I  I  want  to  commend  you,  and  I  have  very  great  respect  for  the 
work  that  you  have  been  doing  with  regard  to  bringing  to  the  na- 

'  tional  attention  and  passing  legislation  dealing  with  our  urgent 
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health  problems,  and  particularly  in  reference  to  the  scourge  that 
we  have  concerning  AIDS  in  our  country  today. 

I  want  to  thank  you  for  introducing  this  bill,  H.R.  4470,  as  I  be- 
lieve it  will  be  an  important  step  along  the  way  to  beat  the  emer- 
gency funding  that  is  necessary  for  the  epidemic  that  we  have  in 
our  country. 

I  come  from  Hudson  County,  a  poor,  workingman's  district.  The 
population  of  the  unemployment  is  double  the  unemployment  rate 
of  the  rest  of  the  State  of  New  Jersey.  It  lies  just  opposite  Manhat- 
tan. As  you  know,  in  your  bill,  of  the  13  centers.  New  York  City  is 
one  of  the  largest  areas  that  is  going  to  receive  the  aid  from  title 
III.  I  believe  it  is  something  like  $50-some-odd  million,  $59.8  million 
of  the  $150  million.  So  you  see,  New  York  City  is  tremendously  in- 
fested with  this  crisis. 

On  the  other  side  of  us,  there  is  Newark,  NJ,  which  is  one  of  the 
13,  which  has  one  of  the  more  egregious  problems  in  our  country. 

Now,  we  are  geographically  located  directly  in  the  center  of 
these  two  areas  which  is  the  PMSA,  I  believe  they  call  it,  areas 
that  are  the  criteria.  We  are  actually  the  epicenter.  We  have  a  pop- 
ulation of  540,000  people.  We  have  1,428  AIDS  cases  that  are  actu- 
ally documented  today.  We  had  a  78  percent  incresise  in  the  epi- 
demic rise  between  1988  and  1989.  We  know  that  it  is  growing  in- 
crementally. We  understand  that  1  out  of  every  100  babies  are  doc- 
umented to  be  born  with  AIDS  today  in  Jersey  City.  It  is  the  fourth 
per  capita  highest  in  the  Nation,  our  AIDS  crisis  that  we  have. 

The  health  authorities  believe  that  the  number  is  much  greater 
than  1  in  100  of  the  babies  that  are  born  and  the  AIDS  csises  that 
we  have  that  we  are  dealing  with  in  our  community.  We  have 
many  people,  good  civic  leaders,  doctors,  hospitals  that  are  tuned  to 
work  in  trying  to  stem  this  tide  of  AIDS  that  we  have. 

We  have  pilot  projects  that  are  running  out  of  money.  An  AZT 
pilot  project  by  NIH  is  presently  under  way  in  the  Jersey  Medical 
Center.  We  also  have  a  project  for  infant  children  who  are  born 
with  AIDS,  that  is  running  out  of  money. 

The  Medical  Center,  which  is  just  one  of  the  hospitals  in  the 
area,  is  running  a  $2  million  deficit  because  of  the  AIDS  crisis  that 
has  been  taking  place  last  year.  So  statistically,  we  are  impover- 
ished by  this  problem,  and  we  need  emergency  help.  The  local  tax 
base  can  no  longer  afford  to  pay  for  the  health  care  that  is  needed 
in  this  workingman's  district  and  apparently,  being  in  the  middle 
of  Newark  and  New  York  and  being  just  part  of  this  contiguous 
area,  we  touch  both  cities,  to  leave  out  of  the  equation  Jersey  City 
and  Hudson  County  would  be  a  tremendous  injustice.  I  would  plead 
to  you  that  the  emergency  that  is  required  in  this  area  for  funding 
to  stem  this  problem,  particularly  with  the  children  and  particular- 
ly with  the  growth  that  we  have,  is  one  of  the  most  urgent  things 
that  have  been  brought  to  my  attention  while  I  have  been  in  Con- 
gress. 

So  I  really  want  to  press  very,  very  hard  and  I  want  to  put  into 
the  record  the  statistics  of  the  Medical  Center,  which  I  would  ask — 
already  my  remarks  have  formally  been  put  in,  I  believe,  at  the 
time  that  Senator  Lautenberg  testified,  and  also  a  description  of 
the  services — of  the  Jersey  Medical  Center  that  were  given  regard- 
ing AIDS. 
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It  is  a  most  egregious  problem.  It  really  is  defiant  of  any  kind  of 
answers  that  we  are  able  to  afford  from  the  local  basis.  The  help  of 
the  Federal  Government  is  crucial  and  critical  and  I  plead  with 
you  to  make  an  amendment  that  would  be  tailored  where  0.2  per- 
cent AIDS  level  per  capita  would  be  entitled  to  this  section  under 
title  EQ  of  your  emergency  bill. 

We  now  have  0.26  percent.  There  is  no  other  community  in  the 
country  that  would  qualify  with  that  level,  I  am  informed  by  statis- 
ticians. Inasmuch  as  we  know  that  the  emergency  has  not  been 
abated.  It  is  even  growing  at  a  point  that  we  have  become  tremen- 
dously alarmed,  and  our  health  authorities  are  all  alerted  and  our 
population  is  really  living  in  fear  of  this  scourge  that  is  wiping  out 
a  part  of  our  society  and  our  community. 

So  I  wanted  to  take  my  time  out  from  the  Budget  Committee  to 
come  here  and  to  personally  tell  you  how  important  it  is  to  the 
540,000  people  of  our  community  and  the  spillover  that  would 
occur  from  the  other  communities  if  you  don't  contain  the  problem 
with  our  community.  It  would  be  enormous  and  your  attention  to 
this  problem,  this  amendment,  would  be  greatly  appreciated. 

[The  prepared  statement  of  Mr.  Guarini  and  statistics  of  Jersey 
City  Medical  Center  follow:] 

Statement  of  Hon.  Fbank  J.  Guaiuxi 

Cliainnan  Waxman,  I  am  pleased  to  be  here  this  morning  to  give  my  strong  sup- 
port for  your  bill,  H.R.  4470,  the  AIDS  Prevention  Act  of  1990. 

Mr.  Chairman,  I  have  deep  respect  for  your  work  in  the  area  of  AIDS  research. 
Throughout  your  career,  you  have  championed  the  fight  for  AIDS  prevention  and 
treatment  and  pushed  Congress  to  confront  the  many  urgent  health  problems  affect- 
ing our  nation's  urban  poor.  Your  leadership  is  needed  new  more  desperately  than 
ever  as  we  step  up  our  fight  to  prevent  the  spread  of  AIDS  and  ensure  that  all 
Americans  have  access  to  adequate  health  services. 

I  also  want  to  take  this  opportimity  to  thank  my  colleague.  Senator  Frank  Lau- 
tenberg,  for  all  the  work  he  has  done  to  help  Hudson  County  get  the  support  we  so 
urgently  need  to  fight  AIDS  in  New  Jersey. 

As  a  representative  of  one  of  the  nation's  worst  AIDSinfected  regions,  I  want  to 
thank  you  for  introducing  this  bill  and  urge  you  to  ensure  that  Hudson  County  is 
included  as  a  recipient  of  emergency  funding  under  Title  HI  of  this  proposed  legisla- 
tion. 

My  district  has  the  4th  highest  per  capita  AIDS  rate  in  the  country.  As  I  am  sure 
you  read  in  the  letters  you  received  fi"om  Senator  Lautenberg,  Hudson  County  Exec- 
utive Robert  Janiszewski,  and  myself,  this  per  capita  rate  is  5  times  that  of  Chicago 
and  2V2  times  that  of  Washington,  D.C.  Between  1988  and  1989,  the  number  of  AIDS 
cases  in  Hudson  County  increased  by  78  percent. 

The  1,428  AIDS  cases  documented  this  past  year  represent  0.26  percent  of  the 
Jersey  City  PMSA  population  of  542,000.  Only  two  of  the  10  areas  that  do  currently 
qualify  have  a  higher  incidence  rate. 

Mr.  Chairman,  Hudson  County  desperately  needs  this  funding.  If  our  AIDS  rate 
continues  to  increase  at  its  current  rate,  it  will  pass  2,000  in  another  year.  I  don't 
think  anyone  here  wants  to  wait  for  that  to  happen. 

Today,  Senator  Lautenberg  and  I  are  proposing  an  amendment  that  would  enable 
a  metropolitan  area  with  a  population  of  500,000  or  more  with  an  AIDS  rate  that 
exceeds  0.2  percent  of  the  population  to  qualify  for  emergency  funding  under  your 
bill. 

Mr.  Chairman,  I  wouldn't  be  here  today  if  I  did  not  truly  believe  that  Hudson 
County  needed  emergency  assistance.  My  entire  commimity  has  made  a  monumen- 
tal effort  to  stop  the  spread  of  AIDS.  The  Jersey  City  Medical  Center,  local  leaders, 
and  community  health  organizations  have  worked  hard  to  educate  people  about 
AIDS  and  help' all  who  ne^  treatment  to  get  it  quickly.  But  we  are  still  falling  fur- 
ther and  further  behind. 

Your  bill  would  enable  Hudson  Coimty  to  increase  and  improve  outpatient  serv- 
ices to  low-income  indi\iduals  and  families  infected  with  AIDS,  prevent  unnecces- 
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sary — and  expensive — inpatient  services,  and  help  patients  obtain  the  most  appro- 
priate type  of  care  they  require.  While  the  assistance  the  bill  would  bring  into  our 
district  would  not  solve  our  AIDS  problem  overnight,  it  would  go  far  to  bolster  our 
effort  to  treat  more  people  and  prevent  new  cases. 

I  hope  you  will  consider  our  proposal  favorably.  Thank  you  for  allowing  me  to 
testify  before  you  today. 


Jersey  City  Medical  Center  Impatient  and  Outpatient  AIDS  Utilization 
Statistics  and  Active  Grant  Awards,  February  27, 1990 

Inpatient  Utilization  Statistics 


Year 


No.  AIDS         No.  AIDS  patient 
admissions        days  (percent  of 
(percent  of  total)  total) 


AIDS  Length  of 
stay  (in  days) 


1987   392  (2.2%) 

1988   429  (2.3%) 

1989   474  (2.4%) 


7,900  (5.8%) 
8,407  (6.4%) 
9,433  (6.8%) 


20.2 
19.6 
19.9 


Outpatient:  Utilization  Statistics 


Program 


Numt)er  of  visits 


1986 

1987 

1988 

1989 

545 

1,170 

2,074 

3,379 

2,801 

4,180 

6,240 

2,941 

3^248 

3,972 

4,728 

1,836 

62 

124 

248 

496 

N/A 

N/A 

N/A 

86 

Infectious  Disease  

AIDS  Health  Service  

Confidential  Testing  Service  

Treatment  Assessment  Program. 

Pediatric  Infectious  Diseases  

Neonatal  High  Risk  Clinic  


Active  Grant  Awards 


Funding  agency/title 


Total  award 


Fund  period 


Wood  Johnson  Foundation/Maternal  &  Infant  Health   $550,301  6-1-88  to  5-31-90. 

Robert  Wood  Johnson  Foundation/AIDS  Health  Services   548,541  1-1-88  to  10-31-90. 

State  of  New  Jersey  Department  of  Health/Regional  Pediatric  HIV  Treatment  Center   142,872  8-1-89  to  7-31-90. 

State  of  New  Jersey  Department  of  Health/AIDS  Consultation  Treatment  Services   75,000  7-1-89  to  6-30-90. 

State  of  New  Jersey  Department  of  Health/Counseling  and  Testing  Site  for  HIV  421,662  1-1-90  to  12-31-90. 
Antibodies. 

State  of  New  Jersey  Department  of  Health/Treatment  Assessment  Program  [TAP]  250,000  10-2-89  to  6-30-90. 
Demonstration. 


Jersey  City  Medical  Center  Description  of  AIDS  Services 

AIDS  Health  Services  [AHS].  AHS  is  a  comprehensive,  interdisciplinary  case  man- 
agement program  for  HIV  positive  patients  that  provides  supportive  counseling  and 
health  education.  AHS  currently  manages  the  care  of  600  patients. 

Confidential  Testing  Service  [CTS].  JCMC's  CTS,  one  of  fourteen  federally  funded 
sites,  provides  confidential  and  anonymous  HIV  testing  and  pre-  and  post-test  coun- 
seling. Approximately  100  patients  per  week  are  counseled  at  the  CTS  and  22  per- 
cent test  positive  for  HIV.  Eighty  percent  of  CTS  patients  are  first  time  patients  to 
the  Medical  Center. 

Infectious  Disease  Service  [IDS].  IDS  provides  medical  services  to  HIV  positive  in- 
patients and  outpatients  and  is  involved  in  experimental  drug  trials  and  other  re- 
search. IDS  manages  the  care  for  approximately  50  inpatients  per  day  and  outpa- 
tients seen  in  the  AHS. 
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Treatment  Assessment  Program  [TAP].  JCMC's  TAP,  one  of  four  located  in  New 
Jersey,  provides  early  outpatient  intervention  and  initiation  of  treatment  protocols 
to  asymptomatic  HIV  positive  patients  to  control  the  onset  of  symptoms.  The  pro- 
gram accepts  referrals  from  the  CTS  and  other  community  agencies.  The  goal  of 
TAP  is  to  make  effective  use  of  community  resources  and  minimize  the  reliance  on 
acute  care  services. 

Neonatal  and  Pediatric  Services.  JCMC  offers  a  wide  range  of  HIV-related  serv- 
ices to  newborns  and  children.  High  risk  infants  receive  regular  developmental  as- 
sessments, HIV  testing,  well-baby  care  and  treatment  of  HIV-related  illnesses.  Af>- 
proximately  60  children  are  now  followed  in  the  outpatient  clinic,  a  200  percent  in- 
crease over  the  previous  year. 

Outpatient  Obstetrics  and  Gynecology  [OB/GYN].  OB/GYN  identifies  high  risk 
pregnant  women  and  offers  HIV  testing  when  indicated.  Patients  who  test  positive 
are  referred  to  the  neonatal  clinic  for  foUowup.  In  the  last  six  months,  258  women 
were  identified  as  high  risk. 

Mr.  Waxman.  Thank  you  very  much,  Mr.  Guarini,  You  are  abso- 
lutely  right  when  you  talk  about  the  overwhelming  burden  that 
your  community  and  some  of  these  communities  that  are  hard  hit 
by  the  AIDS  epidemic — that  burden  is  one  that  can  destroy  the 
health  care  system  and  make  them  less  able  to  deal  with  those 
problems.  We  want  to  take  to  heart  what  you  said  about  Jersey 
City  and  to  recognize  the  uniqueness  of  the  problem  there,  which  is 
not  going  to  be  so  unique  unless  we  do  the  kinds  of  things  that  we 
must  be  doing  to  deal  with  this  epidemic,  such  as  getting  early 
intervention  treatment  to  people  who  are  poor  and  can't  afford  it, 
and  making  sure  that  these  areas  that  have  the  heavy  cases  get 
emergency  aid,  including  your  area,  and  I  know  your  work  on  the 
Budget  Committee  is  going  to  be  determinative  of  whether  we  are 
able  to  do  any  of  these  things,  so  you  are  absolutely  right,  they  are 
not  unrelated. 


Thank  you  for  your  testimony  and  for  bringing  this  point  to  our 


I  attention. 

I  I  don't  know  if  any  of  our  colleagues  have  questions  of  you,  but 
I     let  me  see  if  they  do. 

Mr.  Dannemeyer. 
j       Mr.  Guarini.  Bill. 

I  Mr.  Dannemeyer.  Frank,  I  appreciate  your  comments  and  I  am 
i  pleased  to  say  that  on  April  2,  which  is  just  a  couple  of  weeks  ago, 
I  the  Medical  Society  of  your  home  State,  New  Jersey,  representing 
(  some  10,000  physicians  in  the  State  of  New  Jersey,  endorsed  H.R. 
1  3102,  a  bill  that  I  introduced  last  year  to  deal  with  controlling  the 
1  AIDS  epidemic.  I  suspect  you  may  not  be  aware  of  that.  I  don't 
mean  to  put  you  on  the  spot- — 
Mr.  Guarini.  But  it  didn't  hurt  us  one  bit. 

Mr.  Dannemeyer.  Yes.  Were  you  aware  of  the  fact  that  your  So- 
ciety has  endorsed  the  bill  that  I  introduced? 
If       Mr.  Guarini.  I  am  aware  that  the  Medical  Society  is  alarmed 
I     and  greatly  concerned  over  the  AIDS  that  we  have  in  our  State 
1     and,  although  I  didn't  know  of  their  specific  endorsement,  I  do 

know  of  their  activity  and  their  concern. 
I        Mr.  Dannemeyer.  I  suspect  that  we  have  a  lot  of  things  on  our 
I     plate  and  I  could  certainly  understand  how  that  might  have 
'     slipped  by  your  things  in  your  in  box,  but  I  want  to  share  that  with 
you  because  I  think  it  is  an  important  step.  That  is  the  seventh 
State  medical  society  in  the  country  that  has  endorsed  my  bill. 
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New  York,  Massachusetts,  Maine,  South  Dakota,  Arkansas  and 
West  Virginia  are  among  the  other  States. 

It  is  significant  because  New  Jersey,  as  you  know,  has  the  fourth 
largest  number  of  AIDS  cases  in  the  country.  New  York  State  has 
the  most.  My  State,  California,  is  second. 

Mr.  GuARiNi.  Per  capita,  we  are  really  way  ahead  of  many  other 
areas. 

Mr.  Dannemeyer.  The  reference  of  largest  number  is  totals  and 
percentagewise.  That  statement  is  true  both  for  California  and 
New  Jersey.  But  the  significance  of  H.R.  3102,  and  I  know  you 
have  got  a  lot  of  things  on  your  plate  like  the  rest  of  us  to  think 
about  and  study,  but  the  cornerstone  of  that  bill  is  reportability  for 
HIV  carriers  and  contact  tracing  because  I  noticed,  with  interest, 
what  you  emphasized  in  your  comments.  We  have  to  do  something 
if  we  can  to  prevent  the  transmissibility  of  this  disease  to  other 
people. 

The  tragedy  for  the  vast  majority  of  the  lay  men  and  women  in 
America  is  that  we  have  been  disserved  or  unserved  or  badly 
served  by  the  leaders  in  certain  medical  professions  of  the  States  of 
the  Union  and,  in  my  judgment,  even  by  people  serving  in  the  U.S. 
Public  Health  Service.  We  have  permitted  ourselves,  for  good  or 
bad,  to  be  put  into  a  position  where  we  have  emphasized  the  civil 
rights  of  the  infected  and  ignored  the  civil  rights  of  the  uninfected. 

Mr.  GuARiNi.  That  is  true. 

Mr,  Dannemeyer.  That  is  why  I  emphasize  the  importance  of 
H.R.  3102,  because  it  implements  what,  in  my  humble  opinion,  our 
country  should  have  been  pursuing  at  the  State  level  routinely 
from  the  early  stages  of  the  epidemic,  namely  that  we  say  to  those 
who  are  infected,  you  have  a  responsibility  to  the  rest  of  the  people 
of  the  country  not  to  infect  them  with  this  tragic  disease  and  that 
is  the  whole  concept  of  reportability. 

Mr.  GuARiNi.  We  saw  this  coming,  but  we  have  done  very  little 
about  it  to  really  meet  the  challenge  that  we  had. 

I  was  at  the  Pasteur  Institute  in  Paris  and  we  were  really  asleep 
at  the  switch  for  a  long  time  and  that  is  why  we  got  behind  the 
curve  in  this  fight  against  AIDS.  I  think  now  we  can  do  something 
about  it. 

Mr.  Dannemeyer.  I  share  those  thoughts  with  you. 
Thank  you  for  your  testimony. 
Mr.  GuARiNi.  Thank  you.  Bill. 

May  I  just  make  one  mention,  Mr.  Chairman,  in  regard  to  what 
Mr.  Dannemeyer  said.  We  have,  in  Jersey  City,  in  Hudson  County, 
five  times  the  epidemic  rate  that  they  have  in  Chicago,  per  capita. 
We  also  have  two  and  a  half  times  the  per  capita  rate  that  exists 
here  in  Washington,  D.C.,  which  hgis  a  tremendous  IV  problem  in 
and  of  itself.  So  it  gives  you  the  magnitude  of  what  we  are  facing 
in  my  community. 

Mr.  Waxman.  Thank  you  very  much. 

Dr.  Rowland. 

Mr.  GuARiNi.  Roy. 

Mr.  Rowland.  Frank,  thank  you  very  much  for  coming.  I  appre- 
ciate it  and  you  certainly  do  focus  on  a  good  point.  In  Georgia, 
there  is  a  tremendous  increase,  percentagewise,  in  the  number  of 
HIV-infected  individuals  and  the  numbers  of  AIDS  cases  also. 
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Those  impacted  cities,  while  they  have  the  largest  number  of  AIDS 
cases  this  time,  certainly  much  consideration  needs  to  be  given  to 
those  areas  that  have  less  than  that  number  that  is  specified  in  the 
bill,  and  we  will  certainly  be  working  to  address  that. 

Mr.  GuARiNi.  Thank  you  very  much,  Roy. 

Mr.  Waxman.  Mr.  Nielson. 

Mr.  Nielson.  Frank,  I  would  hope  you  will  stay  long  enough  to 
hear  Dr.  Rockett's  testimony  because  her  testimony— I  was  just 
reading  it— is  one  that  says  H.R.  3102,  Mr.  Dannemeyer's,  and  H.R. 
4470,  Mr.  Waxman's,  are  complimentary  and  help  each  other  and 
you  need  some  elements  of  both  in  order  to  solve  the  problem.  I 
hope  if  you  don't  have  time  to  listen  to  her  testimony,  you  will  pick 
up  a  copy  of  it  because  it  is  rare  that  you  can  fmd  Dannemeyer 
and  Waxman  agreeing  on  anything  or  any  portion  of  any  thing  

Mr.  GuARiNi.  America  comes  together  on  this  one,  I  am  sure. 

Mr.  NiEi^ON  [continuing].  With  all  due  respect  to  the  two  gentle- 
men on  my  right. 

I  think  it  is  very— I  am  looking  forward  to  her  testimony  and  I 
hope  you  will  pay  attention  to  it,  too,  because  I  do  think  we  do 
have  to  protect  confidentiality,  but  we  also  need  to  stop  the  disease 
and  we  need  to  spread— at  least  to  the  sexual  partners,  at  least  to 
the  married  spouse  and  the  children  at  least  ought  to  be  involved 
in  my  view. 

Mr.  GuARiNi.  Thank  you.  I  have  my  staff  monitoring  this  hear- 
ing and  I  will  request  a  copy  of  your  report,  Doctor,  and  I  will 
promise  you  that  I  will  look  through  very  carefully,  and  I  appreci- 
ate your  attention. 

Thank  you  very,  very  much. 

Mr.  Waxman.  Thank  you  very  much,  Mr,  Guarini. 
Dr.  Rockett,  we  are  pleased  to  call  on  you  at  this  time  for  your 
testimony. 

STATEMENT  OF  BARBARA  A.  ROCKETT 

Ms.  Rockett.  Thank  you,  Mr.  Chairman,  and  members  of  the 
Subcommittee  on  Health  and  the  Environment.  As  a  past  president 
of  the  Massachusetts  Medical  Society  and  speaking  on  behalf  of  the 
over  14,000  members  of  this  organization,  it  is  indeed  my  pleasure 
to  appear  before  you  today  to  speak  in  support  of  the  courageous 
legislation  which  is  being  proposed  to  help  us  address  and  control 
the  devastating  effects  of  the  AIDS  epidemic  which  sweeping  our 
country. 

In  December  1989,  as  has  been  mentioned  before,  the  House  of 
Delegates  of  the  American  Medical  Association,  with  the  support  of 
the  entire  Massachusetts  and  New  England  delegations — and  I 
might  add,  in  the  New  England  delegation,  six  States  are  repre- 
sented— overwhelmingly  voted  to  embrace  a  public  health  strategy 
to  control  the  epidemic  of  HIV  infection  in  this  country. 

There  was  a  recognition  on  the  part  of  this  body  that  truly 
heroic  measures  would  be  needed  if  we  were  to  bring  under  control 
a  plague  which  is  threatening  to  undermine  the  very  foundations 
of  our  social  structure.  We  all  recognize  that  the  escalation  of 
health  care  costs,  for  whatever  reasons  and  from  whatever  sources, 
is  already  beginning  to  reduce  critical  access  to  health  care,  access 
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which  has  been  the  hallmark  of  our  social  structure  and  the  linch- 
pin of  an  effective  health  care  system. 

AIDS  has  dramatically  increased  health  care  costs  and,  unless 
controlled,  will  further  distort  the  inequalities  in  our  health  care 
system  with  which  this  Congress  and  our  State  legislatures  must 
continue  to  struggle.  The  legislation  which  has  been  proposed,  H.R. 
3102,  by  Congressman  Dannemeyer  of  California,  and  H.R.  4470,  by 
Congressman  Waxman  of  California,  although  differing  in  several 
significant  respects,  appropriately  elevate  these  critical  issues  to 
the  level  of  public  policy  debate,  and  upon  resolution  and  accept- 
ance by  the  Congress,  will  contribute  significantly  to  the  solution  of 
this  problem. 

While  differing  in  some  aspects,  I  view  the  two  bills  as  more  com- 
plimentary than  conflicting.  The  physicians  for  whom  I  speak  be- 
lieve there  are  critical  elements  that  any  legislation  must  address 
if  it  is  to  be  successful  in  this  effort.  These  elements  include  early 
testing,  routine  testing  in  a  variety  of  high-risk  settings,  routine  re- 
porting with  assurance  of  confidentiality,  contact  tracing,  aggres- 
sive partner  notification,  and  penalties  for  knowingly  transmitting 
the  disease.  We  believe  the  elements  which  I  have  listed  are  essen- 
tial for  the  successful  implementation  of  any  legislation. 

With  your  permission,  let  me  elaborate  on  the  reasoning  for  in- 
cluding these  elements.  A  basic  epidemiologic  premise  underlying 
these  elements  is  the  recognition  that  HIV  infection  must  be  man- 
aged as  any  other  infectious  disease  has  been  managed  in  the  past. 
Early  testing,  resulting  in  early  identification  of  HIV-infected  pa- 
tients, has  proven  beneficial  because  of  the  increasingly  demon- 
strated efficacy  of  early  intervention  with  newly  available  medica- 
tion, developments  that  have  significantly  prolonged  life  in  those 
suffering  from  this  disease.  Earlier  identification  will  provide  an 
opportunity  for  earlier  counseling  for  the  patients  and  their  fami- 
lies. 

In  certain  circumstances,  the  delay  engendered  by  the  need  for 
written  consent  should  be  abrogated  in  order  to  extend  the  benefits 
of  treatment  and  disease  control  to  as  wide  a  population  as  possi- 
ble. We  feel  that  innocent  victims,  including  children  and  partners, 
must  be  provided  the  utmost  protection  from  infection  by  this  dev- 
astating illness. 

By  the  way,  I  trained  at  a  major  city  hospital,  Boston  City  Hospi- 
tal, and  I  now  hear  that  this  public  health — in  this  public  health, 
25  percent  of  the  babies  born  at  that  public  health  are  infected 
with  the  AIDS  virus. 

In  addition,  particularly  in  medical  and  other  high-risk  settings, 
such  as  prisons  and  during  premarital  serologic  evaluations,  we  be- 
lieve that  the  protection  of  the  innocent  makes  it  critical  that  the 
potentially  infective  individual  be  recognized  in  order  that  proper 
precautions  might  be  initiated. 

Again,  one  of  the  principles  from  which  has  emanated  such  sig- 
nificant advances  in  the  control  of  other  sexually  transmitted  dis- 
eases is  the  practice  of  aggressive  contact  tracing.  Contact  tracing 
can  only  be  implemented  with  a  well-developed  public  health 
system  of  confidential  reporting.  Inherent  in  this  mandate  must  be 
the  basic  principle  of  confidentiality  and  protection  of  the  rights  of 
all  involved. 
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Penalties  for  those  individuals  who  knowingly  spread  the  virus 
should  be  supported.  Although  it  is  inconceivable  to  you  and  to  me 
that  individuals  would  knowingly  infect  innocent  victims,  unfortu- 
nately, we  still  recognize  that  such  actions  do  occur. 

As  a  physician  involved  in  the  clinical  practice  of  medicine— as  a 
matter  of  fact,  I  am  a  surgeon  and  my  husband  is  a  neurosurgeon. 
I  have  two  sons  in  medical  school,  both  planning  to  go  into  surgery. 
Let  me  take  1  minute  to  expound  on  my  personal  concern,  and  that 
of  my  colleagues,  regarding  the  HIV  risks  inherent  in  our  daily  ac- 
tivities. 

Not  only  do  my  colleagues  in  clinical  practice  approach  every 
day  with  anxiety,  I  am  finding  it  increasingly  difficult  to  recruit, 
stimulate  and  encourage  young  people  to  either  enter  or  remain  in 
the  medical  and  nursing  professions. 

Mr.  Chairman,  and  members  of  this  committee,  may  I  express 
my  appreciation  for  the  opportunity  to  appear  before  you  and  to 
speak  in  support  of  your  efforts  to  address  this  devastating  epidem- 
ic which  we  are  encountering.  I  realize,  as  I  know  you  do,  that 
public  policy  issues  of  this  magnitude  will  require  courageous  men 
and  women  dedicated  to  the  well-being  of  our  country  to  find  a  so- 
lution. I  would  like  to  thank  you  very  much  for  being  able  to 
appear  before  you  and  we  in  the  medical  profession  probably  are 
closer  to  the  problem  and  as  close  as  the  families  and  the  infected 
individuals. 

Thank  you  very  much. 

Mr.  Waxman.  Thank  you  very  much.  Dr.  Rockett. 

I  want  to  thank  the  four  of  you  for  your  testimony.  The  four  of 
you  have  been  invited  to  testify  at  the  request  of  Mr.  Dannemeyer 
to  talk  about  the  issue  of  reporting  the  cases  and  to  have  contact 
tracing. 

You  might  not  realize  this,  but  I  don't  have  any  disagreement 
with  the  points  that  you  just  outlined  as  essential  to  try  to  deal 
with  this  disease. 

Ms.  Rockett.  I  realize  that. 

Mr.  Waxman.  Where  we  have  a  disagreement  is  not  whether 
there  ought  to  be  reporting  or  whether  there  ought  to  be  contact 
tracing.  The  disagreement  is  whether  we  are  going  to  say,  the  first 
time  and  for  the  first  disease,  that  the  Federal  Government  is 
going  to  tell  everybody  in  the  country  how  to  deal  with  it. 

Right  now,  for  any  other  communicable  disease,  we  leave  it  up  to 
the  States  to  decide  how  to  handle  the  reporting  and  the  contact 
tracing.  I  have  no  doubt  that  it  is  important  to  get  people  in  to  be 
tested,  to  be  counseled,  and  to  contact  those  with  whom  they  have 
had  sexual  relations  to  get  them  in  as  well  to  be  tested  and  coun- 
seled so  that  we  can  give  them  early  intervention  to  prevent  AIDS, 
developing  with  that  individual,  and  also  to  try  to  keep  them  from 
acting  in  ways  that  will  further  spread  the  disease. 

But  we  don't  mandate  every  State  to  do  this.  We  leave  it  up  to 
the  local  governments  to  decide  and  the  local  governments  have 
different  kinds  of  problems.  There  is  a  different  problem  in  New 
York  and  New  Jersey  than  there  is  in  Arkansas  and  other  places 
in  the  country. 
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We  think  they  ought  to  make  the  decisions  on  how  to  handle  this 
matter,  but  we  don't  have  a  disagreement  as  to  whether  we  ought 
to  be  reaching  out  as  much  as  possible. 

There  is  also  concern  that  has  been  expressed  that  we  don't  want 
to  drive  people  away.  We  want  to  get  them  in.  We  want  to  get 
them  in  in  New  York  and  get  them  tested  so  you  can  find  out  what 
is  going  on  and  how  to  deal  with  the  epidemic  in  a  realistic  way. 

So  I  think  we  have  to  be  sensitive  to  that.  But  while  you  are 
here — I  know  you  are  here  to  speak  about  the  contact  tracing  and 
the  reportability  aspects,  do  you  all — or  do  any  of  you  disagree 
with  the  idea  that  the  Federal  Government  ought  to  be  providing 
funds  for  testing  and  counseling? 

Mr.  Lisa,  do  you  disagree  with  that? 

Mr.  Lisa.  What  I  am  afraid  of,  Congressman  Waxman,  is  this: 
What  we  will  be  doing,  if  we  pass  H.R.  4470  in  its  present  form,  is 
we  will  be  placing  the  ability  of  the  taxpayers  of  the  Federal  Gov- 
ernment to  provide  funding  in  the  State  of  New  York  that  will  add 
legitimacy  to  a  statute  that  is  not  working  in  New  York. 

Mr.  Waxman.  Let  me  stop  you  because  I  really  

Mr.  Lisa.  Contact  tracing  

Mr.  Waxman.  Excuse  me,  Mr.  Lisa. 

Mr.  Lisa.  Yes. 

Mr.  Waxman.  You  have  talked  about  contact  tracing.  Do  you 
think  we  ought  to  provide  funds  for  testing  and  counseling  pro- 
grams? Yes  or  no? 

Mr.  Lisa.  Oh,  absolutely. 

Mr.  Waxman.  That  is  the  question  I  wanted. 

Dr.  Jones,  do  you  agree  

Mr.  Lisa.  But— — 

Mr.  Jones.  Absolutely,  I  agree. 

Mr.  Waxman.  And  Dr.  Schwartz? 

Mr.  Schwartz.  I  absolutely  agree. 

Mr.  Waxman.  Dr.  Rockett, 

Ms.  Rockett.  I  agree.  I  don't  think  AIDS  should  be  treated  as  a 
special  disease  other  than  others,  as  has  been  mentioned  earlier  by 
your  earlier  panels,  but  I  do  think  we  have  to  have  a  broad  ability 
to  test,  otherwise  v/e  will  not  be  able  to  have  identification  and 
early  treatment. 

Mr.  Waxman.  Do  you  feel  it  is  important  that  we  provide  fund- 
ing for  early  treatment  

Ms.  Rockett.  Yes,  I  do. 

Mr.  Waxman  [continuing].  Under  the  Medicaid  progi-am  or  at 
the  grants? 
Ms.  Rockett.  Yes. 

Mr.  Waxman.  Do  any  of  you  disagree  with  that  proposition?  Be- 
cause while  you  here  to  talk  about  the  contact  tracing,  I  did  want 
to  get  the  benefits  of  your  thoughts  on  this  issue  on  the  record  be- 
cause the  bill  deals  with  that  question  as  well. 

The  bill  also  has  provisions  for  funds  for  areas  in  hardest  impact 
with  AIDS  cases,  just  as  we  give  emergency  money  for  areas  that 
have  earthquakes  and  hurricanes  and  other  natural  disasters. 

Do  any  of  you  disagree  with  that  notion? 

Mr.  Lisa.  Mr.  Waxman,  this  money  is  desperately  needed  in  New 
York.  We  are  going  to  lose  in  the  next  10  years,  more  New  Yorkers 
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to  AIDS  than  all  of  the  Americans  that  were  killed  in  Vietnam, 
Korea,  World  War  II  and  World  War  I  put  together.  We  are  the 
major  epicenter  in  the  western  hemisphere  for  this  epidemic,  but 
in  addition  to  the  money,  we  need  to  put  some  of  the  science  into 
the  epidemic  and  take  some  of  the  politics  out. 

We  have  to  have  contact  tracing  and  contact  notification.  It  does 
work.  The  presenters  at  the  5th  World  Conference  on  AIDS  last 
year  in  Montreal,  in  their  workshop— and  I  would  be  grateful  if 
you  would  allow  me  to  contribute  to  the  committee's  deliberation, 
the  videotapes  of  both  the  workshop  and  the  round  table  discus- 
j  sion— proved  to  my  satisfaction  that  contact  tracing,  contact  notifi- 
cation works.  It  does  prevent  and  does  slow  down  the  uncontrolled 
spread  of  the  epidemic. 

With  anywhere  between  200,000  to  400,000  HIV-infected  and  in- 
fective adults  in  New  York  City,  we  have  to  use  that  tool.  Giving 
us  that  money  is  something  that  we  desperately  need,  but  you 
must  give  us  something  more.  You  must  give  us  some  protection 
for  the  public  health. 

Mr.  Waxman.  Certainly  we  need  to  give  you  protection  and  you 
at  the  local  level  have  to  pro\dde  protection  for  the  public  health.  I 
don't  disagree  with  contact  tracing.  I  don't  disagree  with  trying  to 
reach  people  to  have  them  come  in  and  be  tested.  My  question,  in 
my  mind,  and  I  am  not  asking  because  my  time  is  expired,  is 
whether  the  Federal  Government  has  to  tell  the  people  in  New 
York  to  handle  their  problems  one  way,  the  people  in  Arkansas  the 
same  way,  and  not  give  them  some  flexibility  to  think  that  it  may 
be  more  effective  to  use  other  strategies. 

My  time  is  expired  and  I  want  to  recognize  Mr.  Dannemeyer. 

Mr.  Dannemeyer.  I  thank  my  chairman  for  his  comments.  I  find 
it  interesting,  preliminarily,  Mr.  Waxman,  that  you  are  expressing 
this  concern  on  mandating  reportability  by  the  Federal  Govern- 
ment for  HIV  carriers,  yet  your  bill  mandates  that  States  which 
receive  Federal  money  have  in  place  laws  that  require  providers  to 
obtain  written  consent  before  an  individual  can  be  tested  for  HIV. 
i  Also,  your  bill  mandates  certain  regulations  regarding  counsel- 
I  ing.  So  I  am  just  raising  the  question,  if  it  is  appropriate  to  require 
States  to  follow  your  written  consent  and  counseling  requirements 
I  as  a  condition  of  receiving  Federal  money.  I  would  suggest  it  is  also 
appropriate  to  mandate  that  when  States  get  money  from  the  Feds, 
they  implement  policies  that  deal  with  preventability,  namely  re- 
portability  and  contact  tracing. 

Dr.  Jones,  you  have  

Mr.  Waxman.  If  the  gentleman  will  permit  and  yield  to  me,  we 
are  giving  the  money  for  a  specific  purpose. 
Mr.  Dannemeyer.  Yes. 

Mr.  Waxman.  We  are  saying  here  is  money  to  do  counseling.  I 
don't  think  it  is  unreasonable  to  say  if  we  are  giving  money  to  do 
counseling,  use  the  money  for  counseling.  We  are  not  giving  money 
to  do  the  contact  tracing.  We  are  saying  to  the  States,  cities,  use 
the  block  grant  money  for  New  York  how  you  see  fit.  You  have  the 
heavy  burden  of  care;  you  have  the  heavy  burden  of  the  epidemic. 
We  are  not  spelling  out  how  to  use  that  money.  Use  it  as  you  see 
appropriate  in  your  area. 
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In  New  York,  they  may  well  decide  to  use  that  money  differently 
than  in  San  Francisco  or  Jersey  City,  and  I  think  it  is  reasonable 
for  us  to  say  to  them,  do  that  which  you  think  most  appropriate  to 
do  with  the  money. 

Mr.  Jones.  Chairman  Waxman,  before  Mr.  Dannemeyer  

Mr.  Waxman.  I  have  to  jdeld  to  Mr.  Dannemeyer  

Mr.  Dannemeyer.  I  yield  to  Mr.  Jones  for  a  comment  to  my  col- 
league there. 

Mr.  Jones.  Mr.  Weixman,  I  would  like  to  point  out  to  you  that 
written  consent  is  another  example  of  how  the  HIV  epidemic,  as 
you  would  have  it  done,  would  be — rather,  we  would  treat  the  HIV 
epidemic  differently  than  we  do  any  other  thing  in  medicine.  Phy- 
sicians have  been  and  should  continue  to  be  allowed  to  make  the 
decision  when  a  written  consent  is  desirable,  and  to  put  that  in 
your  legislation  is  unacceptable  to  me  and  to  the  basic  policy  of  the 
American  Medical  Association.  It  should  be  left  to  the  discretion  of 
the  physician. 

Thank  you,  sir. 

Mr.  Dannemeyer.  Dr.  Jones,  you  had  an  interesting  experience 
as  a  participant  in  the  convention  of  the  American  Medical  Asso- 
ciation last  December  in  Hawaii  dealing  with  the  adoption  by  the 
AMA  of  a  resolution  on  the  issue  of  reportability.  Would  you  share 
that  with  the  members  of  this  subcommittee  and  all  of  us  here 
today,  plegise? 

Mr.  Jones.  It  hgis  just  been  my  belief  from  my  training  days  on 
that  reportability  and  contact  tracing  are  an  invaluable  tool  in  the 
intervention  before  the  disease  process  begins.  It  has  always  ap- 
palled me  that  organized  medicine  was  not  straightforward  in  stat- 
ing that  principle. 

At  the  AMA  meeting,  I  was  able  to  solicit  and  develop  an  enthu- 
siastic response  of  the  1,400  delegates  assembled  to  pass  the  recom- 
mendations that  are  now  part  of  the  AMA  policy. 

Mr.  Dannemeyer.  What  is  that  specific  recommendation? 

Mr.  Jones.  The  specific  recommendation  is  that  the— that  HIV 
seropositive  individuals — I  am  not  reading  it,  I  am  recalling  it  from 
my  construction  of  it— that  seropositive  individuals  be  reported  to 
the  health  departments  of  the  50  States  for  the  purposes  of  contact 
tracing  and  partner  notification  and  it  was  strongly  recommended 
and  that  we  strongly  recommended  a  system  of  contact  tracing, 
partner  notification  be  implemented  in  the  various  communities  in 
the  country. 

Mr.  Dannemeyer.  Thank  you  very  much. 

Dr.  Rockett,  you  have  been  active — I  think  you  mentioned  you 
were  a  delegate  to  the  convention  in  Hawaii  as  a  representative 
from  New  England.  How  did  it  also — how  was  your  involvement 
there — were  you  speaking  on  behalf  of  the  other  New  England 
States  that  you  made  reference  to  in  that  capacity? 

Ms.  Rockett.  We  had  a  separate  meeting  of  the  New  England 
States  and,  in  fact,  Massachusetts  reviewed  your  bill.  Congressman 
Dannemeyer,  and  wholeheartedly  supported  it,  the  entire  Massa- 
chusetts Council,  which  is  comprised  of  over  400  physicians,  and 
they  were  speaking  on  behalf  of  the  14,000  physicians  in  Massachu- 
setts. 
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This  was  brought  before  the  New  England  delegation,  comprised 
of  the  six  New  England  States,  and  they  also  endorsed  this. 

As  a  delegate  to  the  American  Medical  Association,  I  know  Dr. 
McGrath  will  be  speaking  on  behalf  of  the  American  Medical  Asso- 
ciation later.  I  actually  served  on  the  Public  Health  and  Scientific 
Affairs  Committee,  so  I  was  one  of  the  members  of  a  committee  of, 
I  think,  five  people  who  reviewed  this  and  the  testimony  lasted— 
probably  the  longest  that  I  have  known  at  the  American  Medical 
Association,  people  were  so  interested  in  this.  It  began  very  early 
in  the  morning.  We  left  after  5:30  at  night,  spent  the  rest  of  the 
evening,  went  into  the  morning  and  again  resumed  early  in  the 
morning.  This  was  such  a— I  could  describe  it  hot  issue,  that  the 
people  involved,  when  they  heard  the  reasoning  for  it,  overwhelm- 
ingly supported  the  parts  of  this  bill,  parts  of  the  resolution,  if  I 
could  correct  that,  the  American  Medical. 

Mr.  Dannemeyer.  Thank  you  very  much,  Dr.  Rockett. 

Mr.  Waxman.  Dr.  Rowland. 

Mr.  Rowland.  Thank  you,  Mr.  Chairman. 

Will  you  say  that  all  of  the  medical  community  in  this  country  is 
concerned  with  the  spread  of  HIV,  the  epidemic  that  we  are  facing 
in  care  for  people  who  already  have  the  disease?  Isn't  that  the 
thing  that  we  are  all  concerned  about  and  that  we  all  want  to  deal 
with? 

Is  there  some  disagreement  in  the  medical  community  and  in  our 
public  health  officials  about  how  to  do  this?  We  talk  about  testing 
and  contact  tracing,  that  it  is  felt  by  some  individuals  that  it 
should  be  on  a  voluntary  basis  and  it  is  felt  by  other  individuals 
that  it  ought  to  be  mandatory. 

Medical  science  is  not  an  exact  science,  I  think  we  all  agree  to 
that,  that  there  are  variables  and  that  we  debate  issues  in  the  med- 
ical community  when  we  disagree  and  there  is  some  disagreement 
here. 

What  I  would  like  to  sort  of  focus  on  a  little  bit — you  are  here 
specifically  relative  to  contact  tracing— is  the  difference,  if  you  per- 
ceive a  difference,  between  HIV  infection  as  a  sexually  transmitted 
disease  and  other  sexually  transmitted  diseases.  Is  there  a  differ- 
ence between  these  diseases  and  should  we  address  them  with  a 
different  policy? 

Mr.  Jones.  I  will  answer  that  very  briefly  and  loudly.  It  should 
not  be  treated  any  differently. 
Mr.  Rowland.  Is  it  different? 

Mr.  Jones.  It  has  been  treated  differently  from  

Mr.  Rowland.  Is  the  disease  itself  different? 

Mr.  Jones.  Oh,  well,  the  disease  itself  is  a  viral  disease  and  al- 
though there  are  sexually  transmissible  diseases  that  are  viral, 
there  are  treatments  that  are  efficacious  in  treating  and  curing  the 
disease.  I  am  sometimes  asked,  will  we  ever  have  a  antiviral  agent 
that  will  kill  the  virus  of  HIV,  and  you  have  to  ask  yourself,  do  we 
cure  the  common  cold  with  a  drug?  Do  we  cure  measles  with  a 
drug?  Do  we  cure  herpes  simplex  with  a  drug?  We  control  those 
processes.  We  make  them  go  dormant. 

As  I  sit  here  today,  I  still  feel  that  probably  our  answer  will  be 
control,  keeping  that  person's  virus  locked  up,  if  you  will,  for  the 
duration  of  his  life,  but  not  necessarily  eradicating  the  infection. 


312 


Mr.  Rowland.  You  mentioned  herpes  as  a  disease  that  is  not 
curable. 
Mr.  Jones.  That  is  correct. 

Mr.  Rowland.  What  is  the  difference  between  herpes  and  HIV? 
Mr.  Jones.  Herpes  is  a  virus  

Mr.  Rowland.  I  mean,  what  is  the  difference  in  the  outcome  be- 
tween herpes  and  HIV? 

Mr.  Jones.  Before  HIV  became  a  public  discussion,  you  recall 
several  years  ago,  the  virus  microscopically  photographed,  the  mi- 
croscopic picture  of  the  virus  

Mr.  Rowland.  I  am  not  talking  about  the  

Mr.  Jones.  What  I  am  sajdng  is — - 

Mr.  Rowland  [continuing].  I  am  talking  about  the  outcome. 

Mr.  Jones.  The  outcome? 

Mr.  Rowland.  What  about  the  difference- — 

Mr.  Jones.  The  outcome  in  the  HIV  epidemic  is  that  everybody 
that  gets  it  at  this  point,  90  percent  are  expected  to  succumb  to  the 
disease  and  most  people  think  even  100  percent. 

Mr.  Rowland.  What  about  herpes? 

Mr.  Jones.  It  kills  babies  who  are  infected  during  delivery  and  it 
is  an  inconvenience  at  most.  I  think  it  is  extremely  exaggerated  as 
a  public  health  hazard. 

Mr.  Rowland.  So  there  is  a  difference,  isn't  there? 

Mr.  Jones.  Absolutely. 

Mr.  Rowland.  There  is  a  difference  between  herpes  and  between 
HIV  infection — - 
Mr.  Jones.  Yes. 

Mr.  Rowland  [continuing].  But  you  put  them  in  the  same  catego- 
ry a  few  moments  ago  by  saying  that  they  are  both  incurable. 

Mr.  Jones.  No,  I  didn't  get  a  chance  to  finish  my — I  think  it 
would  take  too  long  to  explain  that  to  a  layman,  sir.  ' 
Mr.  Schwartz.  Mr.  Rowland——  / 
Mr.  Rowland.  I  will  try  to  understand.  / 
Mr.  Schwartz.  Might  I  interject  something?  As  far  as  communi- 
cable and  sexually  transmitted  diseases  that  are  conveyed  by  virus, 
the  greatest  difference  between  AIDS  and  the  other  diseases  is  that 
the  end  point  of  AIDS  is  death.  The  end  point  of  the  other  diseases 
may  be  some  disability  or  no  disability  at  all,  and  that  is  the  big 
point. 

If  we  are  going  to  treat  these  other  diseases  that  don't  result  in 
death  as  communicable  and  reportable,  why  not  do  it  with  a  dis- 
ease that  will  eventually  kill  and  does,  as  I  have  given  you  the 
numbers.  125,000  cases,  70,000  of  which  have  died  to  date.  You 
come  back  in  about  5  years  and  I  will  tell  you  what,  124,000  of 
them  or  more  will  be  dead  by  that  time. 

Mr.  Rowland.  There  is  a  difference,  then,  isn't  there? 

Mr.  Schwartz.  Absolutely. 

Ms.  Rockett.  Could  I  respond  to  part  of  your  question.  Dr.  Row- 
land? 

Mr.  Rowland.  Please. 

Ms.  Rockett.  One  of  the  comments  I  would  like  to  make  is  a  per- 
sonal comment.  I,  in  fact,  served  on  the  AIDS  Commission  in  Mas- 
sachusetts and  there  was  a  great  deal  of  energy  put  into  raising 
funds  for  research,  addressing  this  and  yet  there  was  vigorous  op- 
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position  to  mandatory  reporting  and  mandatory  contact  tracing 
I      This  puzzled  me  because  the  greatest  way  to  control  it  would  be  to 
implement  these  factors. 

Perhaps  I  am  conditioned  this  way,  having  been  trained  at  a  city 
hospital  in  Boston,  and  in  all  hospitals  in  Massachusetts,  where  ev- 
eryone who  entered  had  to  have  a  hidden  test  for  syphilis,  had  to 
I  have  a  chest  x-ray  for  tuberculosis  in  order  for  us  to  institute  treat- 
ment. Some  of  the  people  who  had  tuberculosis,  you  might  say 
were  discriminated  against  because  they  were  put  into  sanitaria  to 
be  treated.  But  on  the  other  hand,  it  was  the  only  way  to  control  it. 
Mr.  Rowland.  Those  are  curable  diseases. 

I  Ms.  RocKETT.  That  is  right. 

f        Mr.  Waxman.  The  gentleman's  time  is  

Ms.  RocKETT.  And  we  hope  AIDS  will  be. 
Mr.  Waxman.  The  time  has  expired, 
j        Mr.  Nielson. 

Mr.  Nielson.  Yes.  I  am  very  impressed  with  your  testimony.  Dr. 
Rockett.  I  gave  you  a  public  plug  there. 

Let  me  ask  you  one  question  on  the  point  you  make  on  the  next- 
to-the-last  page  of  your  testimony.  You  say: 

As  a  physician  involved  in  the  clinical  practice  of  medicine,  let  me  take  1  minute 
to  expound  on  my  personal  concern  and  that  of  my  colleagues  regarding  the  HIV 
risks  inherent  in  our  daily  activities. 

The  next  paragraph  is  important: 

Not  only  do  my  colleagues  in  clinical  practice  approach  each  day  with  anxiety,  I 
am  finding  it  increasingly  difficult  to  recruit,  stimulate  and  encourage  young  people 
to  either  enter  or  remain  in  the  medical  or  nursing  profession. 

Would  you  like  to  elaborate  on  that? 

Ms.  Rockett.  I  would  be  very  happy  to,  sir. 

Mr.  Nielson.  You  didn't  have  time  in  your  testimony. 

Ms.  Rockett.  Right. 

I  am  a  graduate  of  Tufts  Medical  School,  a  graduate  of  Wellesley 
College.  My  husband  graduated  from  Tufts  Undergraduate  and  also 
Harvard  Medical  School.  We  have  voluntarily  returned  to  our 

II  schools  to  teach  some  of  the  students  because  we  think  it  is  our 

III  duty  to  teach  some  of  those  coming  along. 

I         We  will  often  drop  the  set  curriculum  that  day  because  the  stu- 
1      dents  come  in  and  express  their  fears  and  their  concerns  about 
I     whether  they  want  to  continue  on  in  the  practice  of  medicine.  I 
if     happen  to  have  two  sons  in  my  home,  so  we  don't  leave  it  at  that 
school.  We  go  home  and  we  listen  to  this  at  home. 

Our  second  son,  who  graduated  from  Harvard  and  is  at  my  alma 
mater.  Tufts  Medical  School,  comes  home  daily  sa3dng,  "Do  I  really 
want  to  go  into  medicine?"  We  have  talked  with  him  and  we  say, 
"What  are  your  concerns,  Sean,"  and  his  concerns  are,  one  of  the 
major  ones,  contact  and  infection  with  AIDS.  He  looks  ahead  at  his 

I  life  and  says,  "Do  I  want  this  to  happen?" 

I I  More  so  than  that,  I  go  into  the  operating  room  almost  daily  and 
those  nurses  have  no  idea  of  who  might  be  HIV-infected  are  deal- 

'  ing  with  this.  We  now  have  to  purchase  goggles,  shields,  any 
number  of  things,  but  we  want  to  institute  more  protection  for  our 
medical  personnel  because  we  think  they  are  innocent  victims  if 
they  don't  know  in  advance. 
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Mr.  NiELSON.  Is  this  also  true  of  the  Dental  Association? 

Ms.  RocKETT.  Oh,  absolutely,  as  well.  Not  only  that,  but  lab  tech- 
nicians, radiology  technicians,  anyone  coming  in  contact  with 
bodily  fluids  right  now.  We  have  to  give  them  that  protection.  If  we 
don't  know  who  has  the  disease  or  the  infection  or  is  HIV-positive, 
how  can  we  do  this? 

Mr.  NiELSON.  If  you  in  the  medical  profession  are — who  have 
ways  of  becoming  aware  whether  they  have  HIV  or  not,  if  you  are 
concerned  and  you  are  worried,  how  much  more  would  the  average 
person  who  doesn't  have  the  possibility  of  finding  that  out — how 
much  more  might  he  be  concerned  in  his  everyday  contacts? 

Ms.  RocKETT.  Now  you  can  see  why  our  numbers  have  dimin- 
ished. I  happen  to  come  from  the  home  of  mandates,  usually,  and 
on  the  other  hand,  this  one — and  that  is  the  State  of  Massachu- 
setts— this  one  is  not  being  mandated  and  if  we  share  that  informa- 
tion with  someone,  we  are  legally  responsible  and  I  think  that  is 
wrong. 

Mr.  NiELSON.  Okay. 

I  like  the  way  you  list  the  elements  required  for  any  kind  of 
problem.  You  say  early  testing.  We  all  agree  with  that.  Routine 
testing  of  voluntary — in  a  variety  of  high-risk  settings. 

The  next  four  are  the  heart  of  the  H.R.  3102  bill:  routine  report- 
ing with  assurance  of  confidentiality;  contact  tracing;  aggressive 
partner  notification  and  penalities  for  knowingly  transmitting  the 
disease.  I  commend  you  for  those  statements. 

Let  me  ask  Dr.  Schwartz,  in  New  York,  you  do  have  a  provision 
that  you  can  notify  the  partner  if  you  are  convinced  that  the  indi- 
vidual with  AIDS  is  not  going  to  do  so  or  will  not  do  so.  How  many 
doctors  in  New  York  have  actually  done  that? 

Mr.  Schwartz.  I  really  don't  know,  but  there  is — Chairman  Lisa 
can  respond,  but  I  do  know  this:  that  you  cannot  do  it  unless  you 
have  the  absolute  permission  of  the  patient  to  then  go  on  to  contact 
tracing. 

Mr.  NiELSON.  And  that  requires  a  possibihty  of  suit  if  you  do  it 

and  then  

Mr.  Schwartz.  Yes,  it  does. 

Mr.  NiELSON  [continuing].  And  if  he  finds  out — or  she  finds  out 
that  you  have  told  the  spouse,  then  you  can  be  sued.  Is  that  cor- 
rect? 

Mr.  Lisa.  May  I  address  that? 
Mr.  NiELSON.  Yes,  please. 

Mr.  Lisa.  The  New  York  State  statute  has  very  chilling  provi- 
sions that  apply  against  a  physician  who  makes  a  bad  judgment 
call.  A  physician  in  New  York  may  only  notify  a  spouse  or  a  con- 
tact of  a  patient  that  tests  positive  if  that  physician  has  reason  to 
believe  that  the  patient  will  not  so  notify  the  individual.  If  the  phy- 
sician makes  a  bad  judgment  call,  that  physician  can  be  sued  civil- 
ly— the  statute  creates  a  civil  suit  that  never  existed  before  and 
can  be  prosecuted  for  a  misdemeanor  crime — the  statute  contains  a 
criminal  prosecution  provision  that  had  never  existed  before. 

So,  with  those  chilling  provisions,  it  would  not  surprise  anyone 
when  I  tell  you  that  in  this  city  that  has  more  cases  of  HIV  infec- 
tion than  anywhere  else  in  the  entire  western  hemisphere,  in  the 
one  year  that  the  statute  was  in  effect,  not  one  single  physician. 
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private  physician,  referred  one  single  name  to  the  New  York  City 
Department  of  Health  for  contact  tracing  and  partner  notification. 

Mr.  Neelson.  May  I  ask  one  more  question,  Mr.  Chairman'j^ 

Mr.  Waxman.  The  gentleman  can  proceed— well,  we  will  have  a 
second  round,  so  I  think  to  be  fair,  we  ought  to  

Mr.  Neelson.  All  right.  I  will  wait  then.  Thank  you. 

Mr.  Waxman.  Mr.  Dannemeyer,  why  don't  you  go  v^qth  your 
second  round. 

Mr.  Dannemeyer,  Thank  you.  I  would  like  to  ask  Dr.  Schwartz,  I 
think  the  stor\'  of  New  York  State,  with  the  largest  number  of 
AIDS  cases  in  the  country,  needs  to  be  told  across  America.  I  am 
referring  to  the  struggle  between  the  leadership  of  the  voice  of  or- 
ganized medicine,  the  New^  York  State  Medical  Society,  and  the 
chief  health  officer  of  the  State  of  New^  York,  Dr.  David  Axelrod. 

Now%  you  alluded  to  that  earlier,  but  would  you  tell  us  a  little 
about  that  problem  that  exists  between  the  chief  health  officer.  Dr. 
Axelrod,  who  works  for  Governor  Cuomo,  the  last  time  I  noticed, 
and  the  position  of  the  State  Medical  Society  of  the  State  of  New 
York? 

Mr.  Schwartz.  We,  as  obstetricians,  felt  that  the  pregnant  pa- 
tient, the  new^  fetus,  w^as  being  done  a  disservice  by  not  knowing 
where  or  who  was  infected  mth  the  disease.  We  tried  to  prevail 
upon  the  Commissioner  to  make  this  a  communicable  and  report- 
able disease  so  that  it  could  be  treated  as  any  other  disease  that  is 
of  the  same  nature. 

He  refused.  We  then  

Mr.  Dannemeyer.  You  are  talking  about  Dr.  Axelrod? 

Mr.  Schwartz.  Yes,  Dr.  Da\id  Axelrod.  He  refused.  We  then  in- 
stituted a  suit  and  w^e  were  joined  by  a  number  of  other  societies. 

It  took  quite  some  time  before  the  suit  was  answered  in  court, 
but  we  were — we  lost  the  initial  suit.  We  are  now  pursuing  the  suit 
in.  the  court  of  appeals  because  he  is  very  adamant  about  not  de- 
claring it  a  communicable  and  reportable  disease.  However,  he  did 
allow  certain  provisions,  as  Councilman  Lisa  mentioned,  but  his 
stringent  requirements  about  reporting  it  make  us  very  fearful. 

As  you  will  realize  now,  we  probably  have  the  largest  malprac- 
tice rates,  particularly  obstetricians,  in  the  countr^^  W^e  pay  over 
$91,000.  If  we  w^ere  to  get  involved  with  this  reportability  of  the 
malpractice — the  reportability  of  the  AIDS  the  way  it  is  outlined 
now^  our  insurers  would  probably  go  broke  and  we  couldn't  be  in- 
sured anymore. 

So,  as  a  result  of  which,  you  have  heard  not  one  case  has  been 
reported.  We  are  damned  if  we  do,  we  are  damned  if  we  don't,  so 
we  just  let  it  ride  by. 

Mr.  Dannemeyer.  What  legislative  body  adopted  this  law  ihat 
you  described?  Maybe  Mr.  Lisa  could  refer  to  that. 

Mr.  Lisa.  If  I  may,  this  legislation  was  adopted  by  the  New  York 
State  Legislature,  of  which  I  had  the  pri\ilege  of  serving  as  a 
member  of  the  Assembly  for  8  years.  I  think  it  was  a  terrible,  terri- 
ble mistake  and  I  have ''called  and  I  have  attached  to  your  packet, 
by  way  of  resolution  from  the  city  council,  that  they  modify  this 
statute.  I  think  it  has  to  be  changed.  I  think  it  is  just  a  question  of 
time. 
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You  see,  the  terrible  problem  about  it  is  that  the  public  hasn't 
seen  the  HIV  infection  epidemic  yet.  By  the  time  we  see  the  infec- 
tions and  illness,  it  is  too  late  for  too  many.  When  the  heterosexual 
population  wakes  up  in  New  York  City,  they  are  going  to  demand 
to  know  who  was  in  charge  when  this  happened?  Who  was  the 
steward?  Who  was  on  watch?  Who  was  driving  the  bus?  That  will 
come.  Just  like  we  are  hearing  today,  what  all  of  us  who  have 
watched  this  epidemic  for  many  years  knew  years  ago,  that  we  are 
in  crisis.  It  shouldn't  be  a  surprise  to  northern  New  Jersey.  We 
knew  this  a  few  years  ago,  that  this  was  coming. 

The  problem  with  this  epidemic  is  that  it  remains  invisible  and 
silent  in  infections.  When  you  see  the  illnesses,  it  is  too  late.  We 
must  take  this  action  now. 

I  respectfully  plead  with  you  to  seriously  not  endorse  the  prac- 
tice in  New  York  by  allowing  us  to  have  this  money  that  we  des- 
perately need  without  giving  the  people  of  the  city  of  New  York 
the  protection  of  contact  tracing  and  contact  notification,  along 
with  the  money.  We  need  this  desperately. 

Mr.  Dannemeyer.  Mr.  Lisa,  you  also,  I  think,  in  your  city,  had  a 
change  in  the  position  who  is  the  health  officer  of  the  city  of  New 
York.  What  is  the  gentleman's  name? 

Mr.  Lisa.  Oh,  yes.  Health  Commissioner  Stephen  Joseph,  and  I 
have  two  copies-  

Mr.  Dannemeyer.  Joseph.  Yes,  didn't  he  make  some  interesting 
comments  just  on  the  eve  of  his  departure  from  the  job  as  the 
Health  Director  of  the  city  of  New  York? 

Mr.  Lisa.  Well,  in  all  fairness  to  Dr.  Joseph,  Dr.  Joseph  attempt- 
ed to  bring  about  contact  tracing  and  partner  notification  at  the 
5th  World  Conference  on  AIDS  in  Montreal.  Scientists  from  all 
over  the  world,  11,500,  including  myself,  were  denied  the  ability  to 
hear  what  he  had  to  say  because  of  disruptions  that  took  place.  He 
was  prevented  from  speaking  and  we  were  prevented  from  hearing. 

Mr.  Dannemeyer.  Who  prevented  him  from  speaking? 

Mr.  Lisa.  There  were  demonstrations  by  activists  that  took  place 
at  the  conference.  We  all  know  that.  That  was  on  television,  it  was 
all  in  the  newspapers. 

Now  let  me  tell  you  this,  Dr.  Joseph  attempted  to  be  able  to 
bring  about  contact  tracing  and  notification  and  I  have  his  written 
comments,  which  I  am  pleased  to  supply  to  the  committee. 

[The  prepared  statement  of  Dr.  Joseph  follow:] 

Statement  of  Stephen  C.  Joseph,  Commissioner  of  Health,  New  York  City 

I  appreciate  this  opportunity  to  discuss  the  complex  and  necessary  New  York 
State  AIDS  confidentiality  law,  and  the  amendments  to  it  that  I  believe  are  now 
appropriate. 

This  critically  important  law,  which  became  effective  on  February  1,  1989,  set 
forth  parameters  for  testing  for  HIV  infection,  mandated  confidentiality  of  HlV-re- 
lated  information  and  records,  and  permitted  disclosure  of  the  information  in  cer- 
tain circumstances.  It  also  permitted  physicians  to  disclose  confidential  HIV  infor- 
mation to  a  contact  whom  the  physician  reasonably  believed  to  be  at  risk  when  the 
patient  refused  to  notify  the  contact. 

The  protection  of  HIV-related  information  is  of  central  public  health  importance. 
Prior  to  the  law's  passage,  the  HIV  antibody  test  was  not  being  used  to  anything 
near  its  maximum  effectiveness.  The  confidentiality  of  the  medical  information  gen- 
erated by  the  HIV  antibody  test  was  easily  superseded  by  subpoenas  or  general  con- 
sents that  were  often  obtained  without  consideration  of  the  ramifications.  The  fear. 
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discrimination,  and  stigma  associated  with  AIDS  discouraged  people  from  coming 
forward  to  seek  counseling  and  testing  on  their  own  without  legislative  protection, 
and  reduced  the  medical  establishment's  willingness  to  involve  patients  in  counsel- 
ing and  testing  programs. 

Thus  legislation  protecting  HIV-related  confidentiality  was  a  clear  necessity.  The 
New  York  State  Legislature  enacted  a  bill  that  is  one  of  the  strongest  HIV  confiden- 
tiality protections  in  the  nation,  and  the  Department  of  Health  recognizes  its  criti- 
cal value. 

Since  passage  of  the  law,  however,  we  have  entered  a  "new  epidemic."  The  federal 
Centers  for  Disease  Control's  recommendation  that  all  HIV-infected  persons  be 
medically  evaluated  every  six  months,  and  other  studies  that  have  shown  the  bene- 
fit of  early  diagnosis  of  HIV  infection  and  early  access  and  entry  into  treatment  for 
earlier  forms  of  HTV  illness  and  even  asymptomatic  infection,  have  increased  the 
importance  of  even  more  vigorously  offering  widespread  counseling  and  HIV  anti- 
body testing.  These,  along  with  the  Department  of  Health's  experience  with  the  con- 
fidentiality law,  suggest  that  changes  to  the  law  would  increase  its  public  health 
effectiveness.  I  would  like  to  offer  a  number  of  specific  changes  based  upon  our  ex- 
perience. 

First,  as  concerns  Section  2781,  HIV  Testing: 

(1)  The  requirement  of  Section  2781(c),  that  all  possible  disclosures  must  be  ex- 
plained before  testing,  together  with  some  of  the  exceptions  to  confidentiality,  has 
substantially  inhibited  testing  in  some  medical  and  public  health  settings,  such  as 
tuberculosis  and  sexually  transmitted  disease  clinics.  The  approved  form  for  in- 
formed consent  unnecessarily  exaggerates  the  range  and  likelihood  of  disclosures 
that  might  occur  without  the  protected  individual's  consent.  Section  2781(c)  should 
be  revised  such  that  the  health  care  provider  would  be  required  to  specify  only 
those  disclosures  that  are  Ukely  to  be  applicable;  for  example,  a  private  practition- 
er's records  are  not  subject  to  oversight  agency  review  without  consent.  While  this 
might  be  viewed  by  some  as  a  retreat  from  complete  informed  consent,  our  experi- 
ence shows  that  testing  is  inhibited  by  the  excessively  detailed  informed  consent;  to 
comply  with  the  intent  of  Article  27F,  which  was  to  improve  testing  and  care,  the 
law  should  be  changed  as  suggested  here. 

(2)  Many  institutions  and  private  physicians  fail  to  offer  HTV  antibody  testing  to 
at-risk  individuals.  Certain  medical  institutions  should  be  required  by  this  section  to 
offer  HTV  counseling  and  testing  based  on  assessment  of  risk,  including  prevalence 
of  infection  in  the  institutional  catchment  area.  This  new  provision  should  cover  all 
facilities  regulated  by  Article  28  of  the  Public  Health  Law.  I  strongly  believe  that 
physicians  and  health  care  institutions  should  be  required  to  offer  counseling  and 
testing  to  all  pregnant  women  because  of  the  very  high  rates  of  perinatal  transmis- 
sion in  the  city  and  the  state. 

(3)  When  a  serious  exposure  presenting  a  suostantial  risk  of  HTV  infection  occurs 
to  public  servants  protecting  society  on  a  first-response  basis,  they  should  have  as 
much  information  as  possible.  Section  2781  should  be  amended  to  authorize  a  court 
to  order  HTV-related  testing,  without  consent,  upon  a  showing  that  a  police  officer, 
firefighter,  or  emergency  health  care  worker  is  at  "significant  risk  of  HIV  infection 
as  a  result  of  exposure  to"  the  person  to  be  tested.  The  standards  of  evidence  and 
proof  should  be  the  same  as  those  high  standards  now  required  to  obtain  a  court 
ordered  disclosure  of  confidential  HTV-related  information  (Section  2785). 

Next,  as  concerns  Section  2782,  Confidentiality  and  Disclosure:  Information  gath- 
ering for  the  purposes  of  epidemiologic  research  should  be  completely  confidential 
and  should  be  protected  similarly  to  research  protected  by  Public  Health  Law  Sec- 
tion 206(lXi).  The  protection  offered  by  Public  Health  Law  Section  206aXj),  as  inter- 
preted by  the  courts  in  the  Love  Canal  cases,  provides  a  significantly  greater  degree 
of  protection. 

Finally,  as  concerns  Disclosure  by  Physician  to  Contacts: 

(1)  Section  2782(4),  which  establishes  the  physician's  so-called  permission  to  warn, 
has  not  worked.  There  have  been  no  referrals  to  the  New  York  City  Department  of 
Health  by  physicians  since  enactment  of  the  law.  Discussions  with  practicmg  physi- 
cians suggest  that  the  physicians  themselves  are  not  notifying  contacts  either,  but, 
if  anything,  are  suggesting  that  patients  tell  partners  or  refer  partners  to  the 
Health  Department.  Before  the  law  was  enacted,  our  reading  of  New  York  common 
law  was  that  the  physician  had  a  duty  to  warn;  Section  2782(4)  was  specifically 
crafted  to  replace  that  duty  with  permission.  It  now  ought  to  be  redrafted  to  require 
that  the  physician  either  ensure  the  patient  has  notified  known  contacts  of  risk,  or 
notify  such  contacts  or  the  Health  Department;  a  "duty  to  have  warned  must 
ensure  that  people  at  risk  are  warned. 
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(2)  Section  2782(4Xb)  further  inhibits  notification  by  physicians  by  apparently  re- 
quiring the  physician  to  personally  disclose  the  information  to  a  contact.  This  provi- 
sion should  allow  for  a  trained  agent  to  perform  contact  notification  and  counseling. 
Skilled  professional  staff  who  are  competent  to  notify  contacts  and  furnish  neces- 
sary health  care  advice  and  counseling  or  make  appropriate  referrals  include 
nurses,  social  workers,  counselors,  and  physician's  assistants. 

These  suggestions  originate  from  the  Department  of  Health.  I  will  be  proposing 
that  they  be  submitted  to  the  Legislature  by  the  City  of  New  York  as  legislative 
initiatives. 

Some  final  comments  regarding  the  control  of  HIV  infection:  Our  increasing  ca- 
pacity to  prevent  and  treat  HIV  infection  obliges  us  to  take  more  vigorous  infection 
control  measures,  because  we  have  clear  health  benefits  to  offer  those  who  are  in- 
fected. Early  diagnosis  of  infection  and  illness  is  now  to  the  benefit  of  both  society 
and  the  individual.  Our  growing  abilities  to  increase  quality  and  length  of  life  of 
HIV-infected  persons  give  us  a  stronger  case  for,  and  an  obligation  to  use,  accepted 
public  health  measures  for  case  finding.  I  believe  that  AIDS  policies,  buttressed  by 
the  AIDS  confidentiality  law,  should  shift  to  a  disease  control  approach  to  HIV  in- 
fection along  the  lines  of  classic  tuberculosis  practices.  This  has  three  major  impli- 
cations. 

First,  voluntary,  medically  confidential  pre-  and  posttest  counseling  and  HIV  anti- 
body testing,  as  required  by  the  law  under  discussion  today,  should  continue  as  the 
cornerstone  of  AIDS  policy.  But  it  must  become  routine  in  high  prevalence  areas  in 
every  clinical  setting  so  that  HIV-infected  people  can  be  identified  and  their  treat- 
ment begun  as  early  as  possible.  Anonymous  counseling  and  testing  should  be  pre- 
served as  an  option  for  those  who  will  not  accept  testing  any  other  way. 

Second,  within  a  confidential  public  health  framework,  I  strongly  believe  we 
should  have,  as  is  the  case  currently  in  28  states,  mandatory  reporting  of  people 
who  are  infected  with  HIV.  Doctors  should  be  required  to  report  the  names  of  their 
HIV-infected  patients  to  their  local  public  health  authority,  as  is  required  in  tuber- 
culosis. 

Third,  contact  tracing  should  become  more  vigorous.  The  American  Medical  Asso- 
ciation has  recently  drafted  a  resolution  that  strongly  supports  the  concept  of  con- 
tact tracing  in  every  community.  Increasingly  vigorous  contact  tracing  in  New  York 
City  would  not  infringe  upon,  but  support,  patient's  and  individual's  rights,  especial- 
ly the  rights  of  those  most  affected  by  the  "new"  epidemic  of  AIDS:  blacks,  Hispan- 
ics,  women  and  children,  and  the  poor  and  minority  residents  of  New  York  who 
may  not  even  know  they  are  at  risk  of  infection. 

With  these  measures  in  place,  supported  by  the  law  protecting  confidentiality  of 
HIV-related  information,  HlV-ill  or  -infected  people  would  be  able  to  receive  appro- 
priate medical  treatment  to  prevent  and  treat  their  infections;  appropriate  and  con- 
tinuous medical  followup;  access  to  confidential  and  voluntary  tracing  and  notifica- 
tion of  their  contacts,  who  can  themselves  seek  counseling,  testing,  and  treatment 
as  needed;  all  within  a  noncoercive,  nonpunitive  setting  that  safeguards  their  priva- 
cy. All  this  will  demand  that  needed  services  for  HlV-ill  people  are  available  and 
accessible. 

At  a  state  legislative  hearing  on  October  14,  1987,  I  introduced  the  concept  of  a 
physician's  duty  to  warn  in  HIV  infection.  That  debate  was  the  starting  point  of  the 
confidentiality  bill  that  is  under  discussion  today.  I  similarly  believe  that  public 
health  reporting  of  seropositives  is  a  necessary  and  inevitable  development.  Today's 
hearing  is  an  opportunity  not  only  to  continue  shaping  a  confidentiality  law  that 
will  support  this  critical  public  health  measure,  but  to  begin  considering  the  legisla- 
tive implications  of  public  health  reporting  of  seropositives.  Otherwise  we  will  lose 
our  new  opportunities  to  develop  the  fully  effective  programs,  especially  availability 
of  massively  expanded  clinical  and  social  services,  that  are  so  vital. 

At  this  point,  I  would  be  happy  to  respond  to  questions. 

Mr.  Lisa.  May  I  just  tell  you  this,  Dr.  Joseph's  reasons  were  that 
the  epidemic  is  increasingly  becoming  more  an  epidemic  of  fami- 
lies, of  women,  minority,  poor,  babies,  adolescents.  That  is  the 
future  of  this  epidemic.  The  past  of  the  epidemic  were  in  gay  men. 
The  future  of  the  epidemic  in  America  is  amongst  American  fami- 
lies. That  is  why  contact  tracing  and  notification  must  be  put  into 
place  because  it  will  work  in  this  new  population,  in  this  new  epi- 
demic. 

Mr.  Waxman.  The  gentleman's  time  has  expired. 
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Dr.  Rowland,  do  you  wish  to  be  recognized? 

Mr.  Rowland.  It  really  'isturbs  me  to  see  part  of  our  medical 
community  in  one  area  on  this  and  part  in  another  area.  Volun- 
tary versus  mandatory  or  reporting  and  contact  tracing. 

We  hear  those  who  support  voluntary  concepts  say  that  if  we 
make  it  mandatory,  that  will  actually  keep  people  from  coming  in 
to  be  tested.  There  will  be  many  people  who  won't  come  in  that 
otherwise  would  come  in,  and  the  reason  is  because  they  will  be 
discriminated  against.  That  is,  they  will  maybe  lose  their  jobs  or 
lose  all  of  their  possessions  and  my  question  to  us  is,  is  that  a  le- 
gitimate concern  that  these  individuals  have?  Should  we  go  ahead 
and  do  mandatory  testing  and  tracing,  taking  a  chance  that  maybe 
that  won't  happen? 

How  do  we  come  down  on  this? 

Ms.  RocKETT.  Could  I  respond  to  that.  Congressman? 

If  I  could  put  it  in  the  context  of  other  diseases  in  the  past,  for 
example,  tuberculosis,  leprosy.  Legionnaires  Disease,  polio,  all  of 
the  life-threatening  diseases,  it  took  testing  and  it  took  identifica- 
tion and  it  took,  finally,  treatment  with  some  of  the  simplest  anti- 
biotics to  almost  eradicate  these  diseases,  as  well  as  vaccines. 

We  need  to  have  medical  personnel  available  to  treat  these  pa- 
tients. Ethically,  we,  as  physicians,  will  treat  all  and  after  all,  the 
most  important  part  of  this  equation  is  the  patient.  And  in  addition 
to  that,  I  think  we  have  to  identify  the  illness.  If  we  can't  have 
testing,  we  can't  identify  the  illness  and  certainly  we  have  seen 
more  recently  that  more  treatments  have  become  available,  even  a 
vaccine  has  been  tested,  or  about  to  be  tested.  All  of  these  things. 

We  are  looking  for  a  cure.  We  are  not  looking  for  just  control. 
We  want  a  cure,  as  far  as  this  is  concerned,  and  I  think  all  of  these 
things  have  to  be  put  into  effect.  If  I  could  suggest  to  some  of  you 
to  read  a  book  called,  ''Eleven  Blue  Men,"  and  it  had  to  do  with 
public  health  types  of  procedures  to  control  other  infectious  dis- 
eases, the  tracing,  the  identification  and,  finally,  the  treatment, 
and  I  think  if  these  are  public  health  principles  that  we  have  lived 
under  in  the  past,  we  should  still  be  using  them  for  this  particular 
disease. 

Mr.  Rowland.  Then  what  is  the  difference— why  is  there  a  dif- 
ference—why is  the  medical  community  split? 

Ms.  RocKETT.  I  can't  always  answer  that  and  I  think  some  people 
are  concerned  about  people's  civil  rights  and,  of  course,  I  am  very 
concerned  about  the  civil  rights  of  the  innocent  victims  right  now.  I 
don't  want  this  spread  to  others  unknowingly  and  I  hope  that  the 
medical  community  will  consider  this. 

I  think  that  the  demonstration  that  existed  at  the  Am_erican 
Medical  Association  in  Honolulu  showed  a  great  reversal  of  trend 
that  had  existed  at  prior  meetings,  when  the  medical  profession 
were  very  concerned  that  it  would  infringe  on  people's  cml  rights. 

Mr.  Rowland.  The  AMA  is  going  to  testify  later  and  I  under- 
stand they  are  more  inclined  to  put  the  responsibility  on  the  States 

and  have  it — —  ^     ,       i   ^  t  •    x  u 

Ms.  RocKETT.  I  am  not  speaking  for  them,  but  I  just  would  cite 

what  had  happened,  the  reversal.  .     .  ^  o  t^-.. 

Mr.  Jones.  Mr.  Rowland,  may  I  answer  that  briefly?  Ditto  every- 
thing she  said,  but  I  want  to  point  out  what  I  said  earlier,  that  16 
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out  of  every  100  contacts  were  infected  in  two  studies  I  spoke  of.  Go 
back  and  remember  that  if  we  had  had  a  contact  tracing  program, 
those  16  people  might  not  have  become  infected. 

We  are  concerned  about  dollars  and  cents  and  we  have  compas- 
sion for  the  sick  and  the  dying,  but  think  about  the  dollars  and 
cents  and  the  compassion  of  those  who  could  have  been  protected 
from  being  infected.  It  has  been  alluded  to  all  day  long.  We  have  a 
massive  problem  now,  but  it  pales  to  the  comparison  of  what  it  will 
be  if  we  allow  those  numbers  to  increase. 

Mr.  Rowland.  Is  this  discrimination  we  hear  about  a  legitimate 
concern? 

Mr.  Jones.  It  is.  Sir,  I  am  25  or  26  years  in  clinical  practice.  I 
have  been  associated  with  the  medical  center  that  entire  time  and 
discrimination  in  sexually  transmitted  diseases  just  does  not  occur 
with  any  degree  of  notoriety.  You  don't  see  it. 

Mr.  Rowland.  Not  even  with  HIV? 

Mr.  Jones.  I  will  have  to  let — I  could  answer  on  a  small  scale, 
but  he  has  bigger  numbers. 

Mr.  Lisa.  May  I  tell  you  that  in  my  city,  I  think  that  the  discrim- 
ination issue  is  a  false  issue.  I  think  the  people  of  the  city  of  New 
York  living  with  the  tremendous  stress,  financially  and  in  pain  and 
in  suffering  that  this  epidemic  has  brought  about  to  the  city,  are 
handling  it  with  great  honor.  Think  about  it  for  a  moment. 

In  the  Ryan  White  situation,  did  you  see  a  backlash  in  this 
Nation  against  blood  donors  that  contaminated  the  blood  supply? 
Did  you  see  a  backlash  against  blood  bank  officials  who  may  have 
permitted  the  blood  supply  to  

Mr.  Rowland.  You  are  not  answering  my  question.  My  ques- 
tion  

Mr.  Lisa  [continuing].  Become  contaminated?  Of  course  there  is 
no  discrimination. 

Mr.  Rowland  [continuing].  Is,  is  there  a  problem  about  discrimi- 
nation? That  is  my  question. 

Mr.  Lisa.  I  don't  believe  there  is  legitimately.  I  think  it  is  an 
issue  that  has  been  raised  to  confuse  our  ability  to  be  able  to  deal 
with  it. 

Mr.  Rowland.  Who  raised  it?  Why  was  it  raised?  Are  your  col- 
leagues in  medicine,  then,  not  as — you  are  not  a  physician,  though, 
are  you? 

Mr.  Lisa.  No,  I  am  not. 

Mr.  Rowland.  Are  those  people  in  medicine,  then,  who  will 
decide  on  that  issue — are  they — what  about  that? 

Mr.  Jones.  Mr.  Rowland,  at  the  AMA  meeting,  there  was  not  one 
dissenting  vote  in  the  House  of  Delegates  when  the  arguments 
were  finally  delivered.  It  passed  unanimously  without  vocal  dis- 
sent. 

Mr.  Rowland.  My  time  has  expired. 

Mr.  Waxman.  The  gentleman's  time  has  expired. 

Mr.  Nielson,  do  you  need  some  more  time? 

Mr.  Nielson.  I  sure  need  it,  I  think.  I  can't  raise  quite  the 
rumpus  that  Dr.  Rowland  does,  who  speaks  from  medical  experi- 
ence, but  I  was  impressed  by  the  statement  two  of  you  made  that 
we  should  treat  this  as  a  public  health  project,  just  like  we  treat 
any  other  disease,  rather  than  a  civil  rights  issue. 
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Dr.  Rowland  is  suggesting  that  maybe  there  is  a  tinge  of  civil 
rights  along  with  the  public  health  concern  in  this  and  there  is 
probably  some  middle  ground  there  and  I  would  like  to  find  that  I 

.     was  particularly  interested  in  Dr.  Rockett's  comment  that  the  two 

I  bills  are  complimentary  and  there  is  some  good  from  each  bill  that 
could  be  incorporated  into  something  to  help  solve  the  problem. 

,  Let  me  ask  the  thing  that  concerns  me.  In  the  previous  panel, 
one  of  the  men  said  that  when  they  had  confidentiality  in  the  case 
of  Oregon— Oregon  and  South  Carolina  are  the  two  States  he  men- 
tioned— when  South  Carolina  went  in  one  direction  and  Oregon 
went  the  opposite  direction,  in  Oregon,  which  went  to  a  confiden- 

,  tiality  situation,  the  number  who  came  forward  increased.  South 
Carolina,  which  abolished  the  confidentiality,  decreased,  and  he 

I     used  that  as  an  example. 

j  Now,  Dr.  Jones,  you  have  used  the  States  of  Colorado  and  Arkan- 
sas^ to  get  just  the  opposite  point  of  view. 

Mr.  Jones.  I  would  like  to  say  I  would  love  to  debate  the  gentle- 
man  who  made  that  remark. 


Mr.  NiELSON.  That  is  what  I  am  giving  you  the  opportunity  to  do. 

!|    He  used  two  States,  you  used  two  States  

Mr.  Jones.  He  was  referring  to  material  that  was  produced  in 
the  literature  more  than  2  years  ago,  before  there  was  an  effective 
intervention  and  drugs  for  people  who  were  HIV-infected  and 
asymptomatic.  Colorado  was  second  in  a  survey  of  22  States  done 
I  about  2  years  ago  in  continued  volunteer  testing,  even  though  they 
were  one  of  the  first  States  to  require  reportability  and  contact 
tracing. 

Mr.  NiEUSON.  What  you  are  saying  is  your  two  States  are  more 
recent. 

Mr.  Jones.  I  am  sajdng — — 

Mr.  Nielson.  Colorado  and  Arkansas  might  be  more  typical, 
j        Mr.  Jones.  I  am  saying  he  is  quoting  literature  that  is  more  than 
!     2  years  old  and  I  am  giving  you  literature  or  facts  that  are  current 
in  current  therapy. 

Mr.  Nielson.  I  am  not  sure  the  time  of  the  thing  is  relevant.  I 
I     mean,  I  am  just  saying  that  

j        Mr.  Jones.  Well,  yes,  it  is  because  the  attitudes  change  and  the 
I  !    therapy  is  now  available,  although  there  were  experts  who  said  it 
was  reasonable  to  do — to  give  AZT  to  asymptomatic  patients  2 
years  ago.  Now  it  is  a  peer-reviewed  report  in  the  world  literature 
as  of  this  month. 

!        Mr.  Nielson.  The  chairman  suggested  that  in  other  public  health 
issues,  we  let  the  States  decide.  We  don't  have  the  Federal  Govern- 
j     ment  mandating  how  the  States  should  handle  it. 

Mr.  Jones.  I  am  really  not  

!       Mr.  Nielson.  Do  you  agree  with  the  chairman  in  that  area? 

I  Mr.  Jones.  I  am  not  old  enough  to  remember  how  syphilis  began 
M  m  terms  of  how  it  was  handled,  but  I  believe  that  in  this  situation, 
j    when  we  are  talking  about  the  Federal  purse  strings  finally  taking 

II  care  of  it  and  taking  care  of  people,  that  it  becomes  a  Federal 
j    reason  to  get  involved,  yes,  sir. 

Mr.  Nielson.  My  question — I  think  you  are  trying  to  lead  me  a 
'    little  bit  there— — 

Mr.  Jones.  I  am  sorry. 
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Mr.  NiELSON.  I  am  sajdng  

Mr.  Jones.  I  get  rather  enthusiastic  about  my  point  of  view,  sir. 
Mr.  NiELSON.  I  am  supposed  to  do  that. 

You  have  said,  basically,  that — or  the  chairman  has  made  this 
comment — that  in  other  health  programs,  such  as  leukemia  and 
cancer  and  other  things,  each  State  handles  it  separately  and  par- 
ticularly the  public  health  issues  like  syphilis.  Each  State  handles 
it  itself  without  Federal  directives. 

Mr.  Jones.  We  are  talking  about  

Mr.  NiELSON.  And  so  he  is  suggesting  that  maybe  we  shouldn^t 
have  Federal  directives  now.  Do  you  agree  with  him  or  not? 

Mr.  Jones.  If  I  may  draw  an  analogy,  when  you  talk  about  those 
other  diseases  

Mr.  NiELSON.  Maybe  I  misquote  you,  Mr.  Chairman.  You  may 
have  

Mr.  Jones  [continuing].  You  are  speaking  something  like  a  junior 
high  basketball  team  versus  a  world  championship  basketball 
team.  We  are  talking  about  big  problems,  sir.  We  are  not  talking 
about  minor  league  diseases. 

Mr.  NiEi^ON.  Those  other  disease  are  not  exactly  minor  league, 
either. 

Mr.  Jones.  I  am  saying,  in  terms  of  the  numbers  of  people  it  im- 
pacts and  the  dollars  and  cents  figures  

Mr.  NiELSON.  What  I  am  trying  to  get  you  to  say  or  to  comment 
on  

Mr.  Jones.  Sir,  I  think  we  are  together  on  this.  I  think  we  are 
probably  not  wording  it  correctly. 
Mr.  NiELSON.  Not — no,  you  are  in  the  wrong  direction. 
Mr.  Jones.  Okay.  Convince  me. 

Mr.  NiELSON.  You  have  used  two  States  as  examples  of  saying 
that  confidentiality  or  removing  confidentiality,  allowing  referrals, 
allowing  people  to  be  notified,  did  not  decrease  the  number  of 
people  coming  in.  You  have  used  two  States. 

Mr.  Jones.  That  is  correct. 

Mr.  NiELSON.  Do  you  think  if  the  Federal  Government  did  it  that 
way,  do  you  think  the  same  thing  would  happen  federally  or  do  you 
think  the  Oregon/ South  Carolina  example  would  happen? 

Mr.  Jones.  I  again  say  that  the  ball  game  has  changed  since  2 
years  ago  when  those  statistics  were  reported.  I  am  not  sure  that 
they  would  be  repeated  in  today's  world. 

Mr.  NiELSON.  Mr.  Lisa. 

Mr.  Lisa.  In  New  York,  where  we  passed  last  year  the  strongest 
confidentiality  statute,  there  was  no  increase  in  people  coming  in 
to  be  tested.  I  will  tell  you  what  will  cause  an  increase,  leadership 
provided  by  public  officials  like  Chairman  Waxman  in  encouraging 
early  diagnosis  and  early  treatment. 

You  see,  up  to  now,  we  have  had  a  public  policy  that  has  encour- 
aged ignorance.  We  have  encouraged  the  public  to  remain  ignorant 
of  their  HIV  status.  Women  do  not  have  the  right  to  know  the  HIV 
status  of  their  husbands,  their  boyfriends,  their  whomever.  Now, 
that  is  a  terrible  mistake. 

Men  don't  have,  as  a  matter  of  right,  the  right  to  know  the  HIV 
status  of  their  spouses,  their  fiancees,  their  whomever.  That  is  a 
terrible  mistake. 
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We  have  to  develop  a  public  policy  that  encourages  knowledge. 
We  have  to  encourage  people  to  want  to  know  what  their  HIV 
status  is  and  that  is  what  is  behind  early  diagnosis  and  early  test- 
ing. 

Mr.  NiELSON.  I  still  didn't  get  the  answer  to  my  question. 

Mr.  Lisa.  Confidentiality  does  not— confidentiality,  at  least  in  my 
opinion,  and  at  least  in  the  experience  in  my  State,  did  not  bring 
more  people  in  to  be  tested.  We  have  the  strongest  confidentiality 
law  in  the  Nation  and  no  more  people  came  in  in  the  one  year  it 
was  in  place  than  the  year  before. 

Mr.  NiEi^ON.  If  I  may,  Mr.  Chairman,  the  State  

Mr.  Waxman.  No,  the  gentleman's  time  has  expired. 

The  Chair  recognizes  himself  for  his  second  round. 

Mr.  Lisa,  you  think  that  people  ought  to  know  their  HIV  status. 
Do  you  think  other  people  ought  to  know  other  people's  HIV 
status? 

Mr.  Lisa.  No.  This  is  what  I  do  believe.  I  believe  that  people 
ought  to  know  their  HIV  status  so  that  they  can  take  advantage 
and  so  do  you,  sir,  because  you  did  provide  the  leadership  in  the 
Nation  

Mr.  Waxman.  Just  answer  the  question. 

Mr.  Lisa.  Yes.  I  believe  people  ought  to  know  

Mr.  Waxman.  Save  the  praise  for  another  

Mr.  Lisa.  People  ought  to  know — for  two  reasons.  One,  they  

Mr.  Waxman.  People  ought  to  know  their  status. 

Mr.  Lisa.  That  is  correct. 

Mr.  Waxman.  Should  other  people  know  your  status? 
Mr.  Lisa.  I  think  my  physician  should  so  that  he  can  best  diag- 
nose and  best  treat  me  

Mr.  Waxman.  How  about  your  wife? 

Mr.  Lisa.  Absolutely,  and  if  I  don't  have  the  courage  to  tell  her, 
my  physician— it  was  a  duty  of  my  physician  to  tell  her  if  I  had 
syphilis.  It  should  be  his  duty  to  tell  if  I  have  the  most  deadly  virus 
^own  to  man  today. 

Mr.  Waxman.  How  about  your  constituents? 

Mr.  Lisa.  I  don't  think  my  constituents  have  a  right  to  know  my 
HTV  status.  That  may  come  out,  but  certainly  my  wife  does,  and 
anyone  that  I  may  have— be  sharing  needles  with  or  intimate 
sexual  contacts  with.  Not  people  that  I  share  doorknobs  with  and 
food  

Mr.  Waxman.  Okay,  so  people  you  have  sexual  contacts  with. 
Mr.  Lisa.  That  is  correct. 

Mr.  Waxman.  Now,  should  the  doctor  try  to  figure  out  who  you 
are  going  to  have  sexual  contact  with? 

Mr.  Lisa.  Yes.  He  should  ask  me,  and  he  should  tell  me— no,  he 
should  ask  me  because  it  is  not  done— I  am  glad  you  brought  that 
up.  It  is  not  done  with  a  rubber  hose.  Contact  tracing,  partner  noti- 
fication was  a  way  of  a  beneficent  

Mr.  Waxman.  Excuse  me,  I  am  going  to  have  to  interrupt  you 
because  I  only  have  a  limited  time  and  I  want  to  ask  a  lot  of  ques- 
tions and  I  want  very  brief  answers. 

Mr.  Lisa.  My  physician  

Mr.  Waxman.  Excuse  me.  Doctor,  your  physician  should  ask  you 
and  you  should  tell  him. 


324 


Mr.  Lisa.  That  is  correct. 
Mr.  Waxman.  What  if  you  don't  tell  him? 
Mr.  Lisa.  If  I  am  not  truthful,  that  is  the  end  of  it. 
Mr.  Waxman.  Okay. 

Dr.  Jones,  do  you  think  we  ought  to  have  reporting  and  the  con- 
tact tracing? 
Mr.  Jones.  Yes. 

Mr.  Waxman.  The  reporting  allows  contact  tracing.  What  if 
people  don't  come  in?  What  if  they  think  that  there  is  going  to  be 
discrimination,  and  therefore,  they  don't  come  in  to  be  tested? 

Mr.  Jones.  It  would  be  

Mr.  Waxman.  Should  we  mandate  it? 

Mr.  Jones.  It  would  be  very  unfortunate.  It  would  be  their  loss. 
It  is  still  in  the  public's  best  interest  to  go  ahead  with  this  pro- 
gram. 

Mr.  Waxman.  Should  we  mandate  testing? 

Mr.  Jones.  I  can  list  several  places  of  mandate  testing.  I 

wouldn't  mandate  the  entire  population,  no. 

Mr.  Waxman.  But  you  would  mandate  a  lot  of  different  

Mr.  Jones.  There  are  many,  and  it  is — I  agree  100  percent  with 

AMA  policy  on  mandatory  testing  and  I  am  sure  you  are  familiar 

with  it. 

Mr.  Waxman.  Dr.  Schwartz,  do  you  think  we  ought  to  mandate 
the  testing  if  people  aren't  going  to  come  in? 

Mr.  Schwartz.  No,  we  shouldn't  mandate  it  that  way  except  in 
special  situations.  I  have  listed  in  my  presentation  that  there  are 
certain  areas  where  we  should  have  voluntary  testing  of  everybody 
that  comes  through  public  facilities,  hospitals,  the  various  clinics. 
In  that  way,  we  may  stem  this  horrible  plague. 

Might  I  interject,  you  asked  these  two  gentlemen  a  question 
about  would  they  tell  if  they  had  AIDS?  Well,  I  don't  have  AIDS, 
but  I  did  receive,  about  a  year  and  a  half  ago,  five  blood  transfu- 
sions of  

Mr.  Waxman.  Excuse  me.  I  have  to  ask  the  questions  and  control 
what  opportunities  I  am  going  to  be  able  to  ask  questions  in  this 
area. 

Mr.  Schwartz.  Excuse  me. 

Mr.  Waxman.  We  all  want  more  people  to  be  tested.  There  are 
people  who  believe  that  they  are  going  to  be  discriminated  against. 
Mr.  Lisa  doesn't  believe  it.  Dr.  Jones  doesn't  believe  it,  but  the 
people  who  may  well  be  likely  to  have  AIDS  do  believe  it.  And  they 
believe  it  because  they  have  had  experiences  reported  about  people 
who  have  lost  their  insurance  coverage,  people  who  have  lost  their 
jobs,  people  who  have  been  forced  out  of  their  homes  because  they 
have  the  HIV  infection. 

What  are  we  going  to  do.  Dr.  Rockett,  if  we  find  that  people  are 
staying  away,  notwithstanding  all  of  our  encouragement  to  come 
in?  Unless  we  make  it  mandatory,  what  are  we  going  to  do  then? 

Ms.  Rockett.  I  think  what  has  been  said  earlier  today  by  the  i 
previous  panel  to  encourage  antidiscrimination  measures,  and  this  | 
certainly   ' 

Mr.  Waxman.  So  you  would  want  to  encourage  antidiscrimina- 
tion measures?  i 

Ms.  Rockett.  For  example   | 
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Mr.  Waxman.  To  give  assurances  that  they  won't  be  

Ms.  RocKETT  [continuing].  In  housing,  employment,  things  Uke 
that.  On  the  other  hand,  there  is  a  great  deal  of  effort  being  put 
into  effect,  as  far  as  that  is  concerned.  I  would  encourage  strongly 
voluntary  testing. 

On  the  other  hand,  in  high-risk  settings,  when  that  is  not  being 
complied  with,  I  think  we  have  to  go  ahead  with  mandatory  testing 
and  I  will  cite  to  you  Patient  Zero,  who,  when  he  was  confront- 
ed  

Mr.  Waxman.  So  you  think  under  those  circumstances,  we  would 
be  able  to  catch  a  guy  named  Captain  Zero. 

Dr.  Jones,  what  would  you  do  with  these  patients  once  you  have 
tested  them  and  they  are  HIV-infected?  We  have  

Mr.  Jones.  Compassionately  educate  them  about  their  disorder, 
offer  them  counseling,  interview  them  or  have  them  interviewed  by 
appropriate  epidemiologic  surveyors  for  their  contacts  and  con- 
tact  

Mr.  Waxman.  What  if  they  won't  tell  you  their  contacts? 
Mr.  Jones.  What  if  the  index  case  does  not  tell? 
Mr.  Waxman.  Yes. 

Mr.  Jones.  Well,  I  have  never  dealt  with  the  volume  that  he  does 
and  apparently  they  have  some  rule  about  it.  I  am  not  sure  I  would 
impose  sanctions  about  it.  I  think  when  you— when  a  doctor  has  a 
good  relationship  with  a  patient,  that  material  is  not  difficult  to  be 
forthcoming. 

I  want  to  say  that  you  said  that  two  of  us — or  at  least  I  was  in- 
cluded— don't  recognize  that  there  is  discrimination.  I  recognize  it, 
but  it  is  a  secondary  concern  of  mine. 

Mr.  Lisa.  So  do  I.  So  do  I,  and  it  is  a  secondary  concern  because  I 
think  

Mr.  Waxman.  It  is  a  secondary  concern  to  you,  but  it  may  be  the 
major  concern  to  someone  who  might  stay  away  from  getting 
tested  

Mr.  Jones.  But  think  about  the  volume  of  the  uninformed  con- 
tacts that  are  existing,  and  they  

Mr.  Waxman.  But  they  are  all  going  to  be  uninformed  of  them  if 
the  person  doesn't  come  in  to  be  tested.  That  person  is  going  to  be 
uninformed,  as  well  as  the  

Mr.  Jones.  I  hope  you  and  I  are  not  

Mr.  Waxman.  My  time  has  expired,  but  I  appreciate  what  you 

have  all  had  to  say  

Mr.  Nielson.  I  ask  unanimous  consent  

Mr.  Waxman.  I  object  because  we  have  another  panel  and  they 
have  been  very  patiently  waiting. 

Mr.  Dannemeyer.  I  join  in  his  unanimous  consent  

Mr.  Waxman.  The  point  I  want  to  make  to  you  is  that  the  differ- 
ences are  there,  not  over  the  fundamental  goals. 

Just  a  clarification.  There  is  no  Federal  law  that  requires  States 
to  have  a  reporting  and  confidentiality  for  syphilis  or  any  other 
disease.  Second,  we  haven't  conquered  syphilis.  Syphilis  has  not 
been  eradicated,  even  though  every  State  does  have  mandatory  re- 
porting and  contact  tracing. 

Mr.  Jones.  I  would  rather  have  syphilis  
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Mr.  Waxman  [continuing].  But  it  is  a  tool,  and  we  all  want  to  use 
tools  that  we  have  available  to  us  to  the  maximum  extent  possible. 
That,  it  seems  to  me,  we  all  agree  on. 

Mr.  Jones.  Was  a  syphilis  list  ever  published?  You  asked  if  an 
HIV  list  were  published,  would  it  interfere  with  anything.  Was  a 
syphilis  list  ever  published  in  the  press  or  in~so  that  general 
people  could  find  out  their  their  neighbor  had  syphilis? 

Mr.  NiELSON.  Can  you  get  questioned,  Mr.  Chairman? 

Mr.  Waxman.  We  don't  allow  that. 

Mr.  Jones,  I  withdraw  my  question,  sir. 

Mr.  Dannemeyer.  Mr.  Chairman,  I  just  have  a— not  a  question 
of  the  panel,  but  on  the  point  of  whether  confidentiality  encourages 
or  discourages  testing.  I  would  like  to  ask  unanimous  consent  to 
place  into  the  record  some  data  provided  by  the  Colorado  State 
Health  Department  that  contrasts  the  rate  per  100,000  of  people 
that  have  been  tested  in  States  that  have  confidential,  mixed,  and 
anonymous  testing. 

Mr.  Waxman.  Without  objection,  the  gentleman's  submission 
will  be  included  in  the  record  and  the  record  will  also  include  any 
other  comments  on  that  point  that  may  be  submitted  to  us. 

[The  information  follows:] 

Population  Based  HIV  Testing  Rates  for  States  With  Confidential  Mixed  and  Anonymous  Testing 

Programs 

Pnniibtinn  nf    Calendar  year      Rate  per 
State  Testing  status      WJ1"?J      1988  tests  100,000- 

1980  census      ^  ^  jggQ 


Alaska  Confidential  401,851  ^  6,477  1,611.8 

Colorado  Confidential  2,889,964  17,318  599.2 

Alabama  Confidential  3,893,888  17,170  440.9 

South  Carolina  Confidential  3,121,820  13,624  436.4 

Minnesota  Confidential  4,075,970  8,150  200.0 

Total   14,383,493  62,739  436.2 


Missouri   Mixed  4,916,686  17,258  351.0 

Oregon   Mixed  2,633,105  8,225  312.4 

Arizona..   Mixed  2,718,215  5,712  210.1 

Total   10,268,006  31,195  303.8 


California   Anonymous  23,657,902  112,977  477.3 

Texas   Anonymous  14,229,191  235^000  253.0 

New  York   Anonymous  17,558,072  40,439  230.3 

Illinois   Anonymous  11,426,518        9,721  85J. 

Total   66,881,683  199,137  297.7 


1  1989  data;  1988  data  unavailable.       ^  Est. 

Survey  selection:  Areas  with  high  rates  in  1987,  areas  with  substantial  AIDS  morbidity,  area  who  claim  better  testing  with  anonymous  policies. 

Mr.  Dannemeyer.  I  don't  mean  to  make — extend  it,  but  Colora- 
do, with  confidentiality  testing,  tested  599.2  out  of  every  100,000 
persons  in  1988;  Oregon,  with  a  hybrid  system,  tested  312.4  per 
100,000;  and  California  and  New  York,  with  an  anonymous  system 
tested  477.3  and  230.3  per  100,000  respectfully.  The  point  is  confi- 
dentiality in  the  law  is  not  a  discouragement  to  testing.  In  fact,  the 
data  suggests  that  more  people  are  tested  in  States  with  confiden- 
tial reporting. 
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Mr.  Waxman.  Thank  you  very  much  for  your  participation  in 
this  hearing. 

Our  last  panel  today  is  made  up  of  representatives  of  national 
organizations,  providers  of  health  care  services.  Dr,  John  McGrath 
is  representing  the  American  Medical  Association;  Ms,  Donna  Rich- 
ardson is  representing  the  American  Nurses  Association  and  is  also 
speaking  on  behalf  of  the  National  Organizations  Responding  to 
AIDS.  Ms.  Richardson  chairs  the  Coalition  Task  Force  on  Health 
Care  Services;  and  Dr.  Frederick  Rickles  is  representing  the  Na- 
tional Hemophilia  Foundation. 

We  are  pleased  to  welcome  you  to  our  hearing  today.  Your  testi- 
mony will  be  in  the  record  in  full.  We  would  like  to  ask  each  of  you 
to  limit  your  oral  presentations  to  5  minutes. 

Dr.  McGrath,  we  will  start  with  you. 

STATEMENTS  OF  JOHN  J.  McGRATH,  MEMBER,  HOUSE  OF  DELE- 
GATES, AMERICAN  MEDICAL  ASSOCIATION;  DONNA  RICHARD- 
SON, COCHAIR,  CARE  TASK  FORCE,  NATIONAL  ORGANIZATIONS 
RESPONDING  TO  AIDS;  AND  FREDERICK  R.  RICKLES,  VICE 
PRESIDENT  FOR  MEDICAL  AND  SCIENTIFIC  AFFAIRS,  NATION- 
AL HEMOPHILIA  FOUNDATION 

Mr.  McGrath.  Thank  you,  Mr.  Chairman,  and  members  of  the 
subcommittee. 

I  am  Dr.  McGrath.  I  am  a  physician  in  Washington,  DC.  I  am  a 
member  of  the  American  Medical  Association's  House  of  Delegates 
and  I  sit  on  the  American  Medical  Association's  Council  on  Legisla- 
tion. 

With  me  is  Mr.  Michael  Zarski,  of  the  Association's  division  of 
Hi  legislative  activities. 

!  First,  Mr.  Chairman,  we  commend  you  for  your  sustained  leader- 
ship on  this  issue.  We  also  commend  every  member  of  this  subcom- 
mittee for  the  competent  manner  in  which  you  have  come  to  appre- 
ciate the  responsible  public  health  approach  to  this  epidemic, 

1    which  the  AMA  and  others  have  advocated. 

f]i  The  AMA  does  not  claim  to  have  all  of  the  answers.  We  have, 
however,  diligently  developed  and  promoted  a  comprehensive  AIDS 
policy.  This  policy  is  updated  and  modified  periodically  as  our 
knowledge  of  the  disease  improves  and  as  scientific  and  social  de- 

,  velopments  necessitate.  We  are  gratified  that  many  members  of 

I  Congress  have  found  our  reports  useful. 

f      Turning  to  H.R.  4470,  the  AIDS  Prevention  Act  of  1990,  we  find 

i  much  which  we  now  support  and  have  supported  in  earlier  legisla- 

ii  tion.  Mr.  Chairman,  we  are  pleased  that  the  bill  acknowledges  the 
i  importance  of  the  confidentiality  of  HIV-related  information.  The 
■  AMA,  however,  would  recommend  going  further.  We  advocate  uni- 
I  form  protections  at  all  levels  of  government  of  the  identity  of  those 
ff  with  the  HIV  disease. 

I      Title  I  of  your  bill,  sir,  also  requires  that  States  receiving  grants 

I  provide  a  program  of  HIV  contact  tracing  to  the  extent  determined 
ij  appropriate  by  the  State's  public  health  officer.  Currently,  the 

II  AMA  strongly  recommends  that  a  system  of  contact  tracing  and 
partner  notification  be  established  in  each  community.  Even  as 
strong  advocates  of  contact  tracing,  however,  we  must  acknowledge 
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what  public  health  authorities  who  administer  these  programs  tell 
us,  no  one  model  of  partner  notification  will  be  effective  in  every 
location.  Thus,  it  is  critical  to  allow  for  discretion  of  the  State. 

As  you  know,  effective  partner  notification  and  contact  tracing 
programs  are  expensive.  Legislation  to  encourage  these  programs 
should  be  accompanied  by  Federal  funding. 

Title  II  of  the  act  addresses  the  financing  of  care  for  HIV-infect- 
ed individuals.  As  mentioned  in  our  submitted  statement,  the  AMA 
Board  of  Trustees  is  meeting  this  week  in  Chiceigo.  They  have  con- 
sidered your  previous  bill,  H.R.  4080,  Mr.  Chairman,  which  is  now 
title  II  of  this  bill,  and  I  am  pleased  to  say  that  they  have  approved 
support  of  that  bill  which  is  incorporated  as  title  II.  That  was  done 
yesterday. 

Mr.  Chairman,  we  would  like  next  to  direct  our  comments  to 
H.R.  3102,  the  Public  Health  Responses  to  the  AIDS  Act.  We  com- 
mend the  sponsor.  Congressman  Dannemeyer,  for  his  continued  ef- 
forts to  seek  feedback  and  reaction  from  the  American  Medical  As- 
sociation. We  have  stated  already  our  support  for  reportability  of 
seropositive  patients  for  the  purposes  of  contact  tracing.  We  are 
pleased  that  H.R.  3102,  like  Representative  Waxman's  bill,  allows 
the  State  Public  Health  officer  to  determine  the  appropriate  extent 
of  contact  tracing. 

The  AMA  also  supports  mandatory  testing  of  prisoners.  We  be-  ! 
lieve,  however,  more  discretion  needs  to  be  left  in  the  hands  of 
prison  authorities  than  H.R.  3102  currently  allows. 

The  AMA  supports  State  sanctions  for  an  infected  individual 
who  knowingly  and  willfully  risks  infecting  an  unsuspecting  person 
when  that  person  subsequently  discovers  the  risk  and  makes  a 
complaint. 

In  other  respects,  however,  H.R.  3102  does  not  reserve  appropri- 
ate discretion  and  flexibility  for  the  States.  We  do  not  support  a 
Federal  requirement  that  States  with  one-tenth  of  1  percent  infec- 
tion rate  offer  HIV  testing  to  those  applying  for  hospital  licenses 
nor  for  hospital  inpatients  between  15  and  50  years  old,  those  who 
will  undergo  surgery  or  those  having  their  blood  tested  for  any 
other  purpose. 

The  AMA  does  not  support  a  Federal  requirement  that  in  every 
State,  HIV  be  considered  a  sexually  transmitted  disease.  We  are 
unable  to  determine  the  impact  of  such  a  blanket  requirement  and  | 
we  recommend  that  each  State  should  determine  whether  to  in- 
clude HIV  as  a  sexually  transmitted  disease  only  after  a  full  analy- 
sis of  the  consequences  of  such  an  action  in  light  of  existing  State 
law. 

The  AMA  also  recommends  that  your  Federal — that  you  include 
Federal  confidentiality  standards.  We  would  be  pleased  to  provide 
specific  model  legislation  incorporation  our  recommended  stand- 
ards and  exceptions  for  confidentiality. 

Mr.  Chairman,  we  thank  you  for  this  opportunity  to  appear.  We 
are  appreciative  of  the  sincere  interest  which  you  have  shown  to 
our  views  and  we  look  forward  to  your  questions  later,  sir. 

[The  prepared  statement  of  Mr.  McGrath  follows:] 
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Statement  of  the  American  Medical  Association,  Presented  by  John  J. 
McGrath,  RE:  Financing  AIDS  He-\lth  Care 

Mr.  Chairman  and  Members  of  the  Subcommittee,  my  name  is  John  J.  McGrath, 
M.D.  and  I  am  a  physician  in  the  practice  of  psychiatry  in  Washington,  D.C.  I  also 
am  a  Member  of  the  American  Medical  Association's  House  of  Delegates  and  I  sit 
on  the  AMA's  Council  on  Legislation.  With  me  is  Michael  Zarski  of  the  Associa- 
tion's Division  of  Legislative  Activities. 

Because  the  AJNL^'s  Board  of  Trustees  is  meeting  now  in  Chicago,  the  Board 
Chairman  has  asked  me  to  present  the  Association's  views  on  the  Human  Immuno- 
deficiency Virus  [HIV]  epidemic  and  the  legislative  proposals  addressing  these 
issues. 

First,  Mr.  Chairman,  we  must  commend  you  for  your  STistained  leadership  on  this 
issue.  We  also  commend  every  member  of  this  Subcommittee  for  the  competent 
manner  ia  which  you  have  come  to  appreciate  the  responsible  pubhc  health  ap- 
proach to  this  epidemic  which  the  AMA  and  others  have  advocated.  It  was  a  mere 
few  years  ago  that  a  v,itness  at  a  hearing  before  this  Subcommittee  advocated  plac- 
ing HIV-infected  individuals  in  quarantine  on  a  remote  former  leper  colony  in 
Hawaii.  This  Subcommittee,  and  the  Congress  as  a  whole,  has  rejected  extreme 
measures  which  appealed  to  those  with  the  most  fear  and  the  least  understanding  of 
AIDS. 

Of  course,  it  seems  to  be  easier  to  agree  on  what  would  not  be  an  effective  or  ap- 
propriate response  to  the  HTV^  epidemic  than  to  agree  on  what  steps  should  be  taken 
by  the  Federal  government. 

The  AMA  can't  claim  to  have  all  the  answers.  We  have,  however,  diligently  devel- 
oped and  promoted  a  comprehensive  AIDS  poHcy.  This  poHcy  is  updated  and  modi- 
fied periodically  as  our  knowledge  of  the  disease  improves  and  as  scientific  and 
social  developments  necessitate.  We  are  gratified  that  many  Members  of  Congress 
have  found  it  useful  to  refer  to  the  Association  s  AIDS  policy  in  determining  how  to 
vote  on  a  bill  or  amendment. 

Turning  to  H.R.  4470,  the  "AIDS  Prevention  Act  of  1990,'"  we  find  much  which  we 
would  support  and  which  we  have  supported  in  earUer  legislation.  The  grant  pro- 
gram created  by  Title  I  would  provide  essential  funding  for  preventive  health  serv- 
ices such  as  HTV  antibody  testing  and  counseling.  In  addition,  grants  could  be  used 
to  provide  other  HI\'-related  diagnostic  tests  and  therapeutic  measures.  We  note  in 
particular  our  support  for  a  reliable  source  of  federal  funding  of  therapeutic  meas- 
ures. The  absence  of  such  a  source  of  funding  was  demonstrated  last  year  when 
"temporary"  federal  funding  for  the  drug  AZT  almost  terminated  upon  more  than 
one  occasion. 

The  AMA  also  supports  the  provision  which  would  allocate  grant  funds  based  on 
the  number  of  and  increase  in  HIV'  infections  in  1992  and  subsequent  years  rather 
than  on  reported  AIDS  cases.  W^e  all  understand  that  the  disease  is  a  continuum 
from  the  BIV  infection  to  the  s>-mptomatic  stage  known  as  AIDS.  Preventive  health 
services  and  therapies  which  promise  to  prolong  the  asymptomatic  stage  of  the  in- 
fection must  be  targeted  to  those  areas  where  infection  is  on  the  rise — it  is  less  logi- 
cal and  less  effective  to  rely  on  data  regarding  the  last  stages  of  the  disease. 

The  recognition  of  the  potential  adverse  impact  of  HI\^-infection  on  rural  areas  is 
another  aspect  of  H.R.  4470  which  we  support.  Although  the  overall  numbers  may 
be  lower  than  those  of  more  populated  metropolitan  areas,  a  rural  health  care  deliv- 
ery system  mav  be  struck  with  disaster  as  a  consequence  of  the  HI\'  epidemic. 

Mr.  Chairman,  we  are  gratified  that  the  bill  acknowledges  the  importance  of  the 
confidentialitv  of  HTV' -related  information  by  requiring  assurance  from  grantees 
that  appHcable  confidentialitv  law  will  be  foUowed.  The  ANA,  however,  would  rec- 
ommend going  further.  We  advocate  uniform  protections,  at  all  levels  of  govern- 
ment, of  the  identitv  of  those  with  HTV^  disease  except  where  pubhc  health  requires 
otherwise.  We  have'  as  vou  know,  previously  supported  federal  legislation  with  con- 
fidentiality standards  included  and  we  have  prepared  and  advocated  the  adoption  of 
our  own  model  state  biQ  on  confidentiality.  .  ■  ,  i. 

The  counseling  requirements  of  H.R.  4470  are  suitable  and  consistent  with  the 
advice  we  give  to  physicians  regarding  the  scope  of  the  pre-  and  post-testcounseling. 
It  is  absolutely  essential  that  appropriate  counsehng  accompany  an  HIV  testmg. 
Even  the  U.S.  militarv-  testing  program,  which  administers  milhons  of  tests,  adheres 
to  this  important  public  health  principle.  . 

Title  I  of  H  R  4470  also  requires  that  states  receivmg  grants  provide  a  program  of 
fflV  contact  tracing  to  the  extent  appropriate  as  determined  by  the  state  s  pubhc 
health  officer.  The  A^L\  supports  this  provision.  The  Association  has  smce  our  ear- 
Uest  AIDS  poHcv  report  supported  contact  tracing  programs  to  warn  unsuspecting 
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partners  of  HIV  infected  individuals.  Currently,  the  AMA  strongly  recommends 
that  a  system  for  contact  tracing  and  partner  notification  for  unsuspecting  sexual  or 
needle-sharing  partners  who  might  have  been  HIV  infected  should  be  established  in 
each  community.  This  recommendation  includes  programs  which  rely  on  the  report- 
ing of  HIV  seropositive  patients  to  the  departments  of  health  for  the  purposes  of 
contact  tracing.  Even  as  strong  advocates  of  contact  tracing,  however,  we  must  ac- 
knowledge what  the  public  health  authorities  who  administer  the  programs  tell 
us — that  no  one  model  of  partner  notification  will  be  effective  in  every  local  popula- 
tion. Thus,  it  is  crucial  that  any  federal  program  encouraging  contact  tracing  in- 
clude a  provision,  such  as  in  H.R.  4470,  allowing  for  the  exercise  of  discretion  by  the 
state  public  health  officer. 

Moreover,  effective  partner  notification  and  contact  tracing  programs  are  expen- 
sive. Legislation  to  encourage  these  programs  should  include  federal  funding.  Local 
public  health  programs  should  not  be  forced  to  choose  between  funding  contact  trac- 
ing programs  and  funding  other  beneficial  public  health  programs  such  as  chil- 
dren's immunizations. 

Title  II  and  Title  III  of  the  AIDS  Prevention  Act  involve  the  financing  of  care  for 
HIV-infected  individuals.  The  bill  would  give  states  the  option  of  providing  Medicaid 
coverage  for  HIV-related  health  care  services  for  HIV-infected  individuals  who  have 
not  yet  progressed  to  AIDS.  It  would  also  increase  Medicaid  payments  for  hospitals 
which  treat  a  disproportionate  share  of  AIDS  patients  and  authorize  states  to  pay 
premiums  for  private  health  insurance. 

Under  Title  III,  federal  assistance  would  be  provided  through  a  grant  program  de- 
signed to  finance  state  and  local  development  of  effective  cost  efficient  systems  for 
delivering  AIDS-related  health  care  services. 

These  titles  have  been  modeled  after  legislation  which  was  introduced  earlier  this 
year.  The  AMA's  Board  of  Trustees  is  reviewing  these  bills  at  this  moment.  There- 
fore, we  must  reserve  specific  comment.  In  general,  however,  existing  Association 
policy  recommends  financing  HIV  care  through  private  insurance  and  existing 
public  programs,  including  enhancement  of  Medicaid  in  particular. 

The  remaining  major  Titles  of  H.R.  4470  concerning  emergency  response  employ- 
ees and  the  provision  of  drugs  such  as  AZT  are  consistent  with  legislative  proposals 
which  the  AMA  has  supported  in  the  past. 

Mr.  Chairman,  we  would  like  to  next  direct  our  comments  to  H.R.  3102,  the 
"Public  Health  Responses  to  AIDS  Act."  We  commend  the  sponsor,  Mr.  Danne- 
meyer,  for  his  continued  efforts  to  seek  feedback  and  reaction  from  the  AMA  and 
other  elements  of  organized  medicine  regarding  his  proposals.  After  reviewing  both 
H.R.  4470  and  H.R.  3102  we  are  optimistic  that  an  acceptable  bipartisan  measure 
will  soon  emerge  from  this  Subcommittee. 

Regarding  the  specifics  of  H.R.  3102 — we  have  stated  already  our  support  for  re- 
portability  of  seropositive  patients  for  the  purposes  of  contact  tracing.  We  are 
pleased  that  in  H.R.  3102,  like  Representative  Waxman's  bill,  allows  the  state  public 
health  officer  to  determine  the  appropriate  extent  of  contact  tracing. 

In  other  respects,  however,  H.R.  3102  does  not  reserve  appropriate  discretion  and 
flexibility  for  the  states.  We  do  not  support  a  requirement  that  states  with  0.1  per- 
cent infection  rates  offer  HTV  testing  to  those  appljdng  for  marriage  licenses;  hospi- 
tal inpatients  between  15  and  50  years  old;  those  who  will  undergo  surgery;  or  those 
having  their  blood  tested  for  any  other  purpose. 

While  the  AMA  supports  mandatory  testing  of  prisoners,  we  believe  more  discre- 
tion needs  to  be  left  in  the  hands  of  prison  authorities  than  H.R.  3102  currently 
allows.  For  example,  testing  for  HTV  antibodies  before  and  after  each  leave  or  fur- 
lough from  prison,  however  brief,  is  excessive.  Such  closely  spaced  testing  is  not 
likely  to  jdeld  useful  information  even  if  infection  occurs,  because  antibodies  do  not 
develop  so  rapidly.  Regarding  other  provisions  of  the  bill: 

(1)  The  AMA  supports  state  sanctions  for  an  infected  individual  who  knowingly 
and  willfully  risks  infecting  an  unsuspecting  person  when  that  person  subsequently 
discovers  his/her  risk  and  makes  a  complaint  to  the  authorities.  Preemptive  sanc- 
tions are  not  being  endorsed  by  this  recommendation. 

(2)  The  AMA  does  not  support  a  federal  requirement  that  in  every  state,  HTV  be 
considered  a  "sexually  transmitted  disease"  for  purposes  of  any  state  laws.  We 
simply  are  unable  to  determine  the  impact  of  such  a  blanket  requirement  and  are 
concerned  over  the  potential  unintended  consequences  of  such  a  sweeping  require- 
ment. Each  state  should  determine  whether  to  include  HTV  as  a  "sexually  transmit- 
ted disease"  only  after  a  full  analysis  of  the  consequences  of  such  an  action  in  light 
of  the  existing  state  law  which  would  be  affected. 
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The  AMA  also  recommends  that  you  include  federal  confidentiality  standards.  We 
would  be  pleased  to  provide  specific  model  legislation  incorporating  our  recommend- 
ed standards  and  exceptions  for  confidentiality. 

Mr.  Chairman,  we  again  thank  you  for  this  opportunity  to  appear  before  you  and 
appreciate  the  sincere  interest  with  which  our  Association's  views  and  positions  are 
received.  As  a  consequence  of  the  hard  work  and  many  hearings  conducted  by  this 
Subcommittee,  it  appears  that  the  Members  are  close  to  agreement  in  many  re- 
spects. We  therefore  urge  the  Subcommittee  to  arrive  at  acceptable  legislation 
which  will  address  the  issues  of  health  care  financing  for  AIDS  and  meet  the  press- 
ing needs  which  exist  today. 

Mr.  Waxman.  Thank  you  very  much,  Dr.  McGrath. 
Ms.  Richardson. 

STATEMENT  OF  DONNA  RICHARDSON 

Ms.  Richardson.  Good  afternoon.  My  name  is  Donna  Richardson. 
I  am  director  of  congressional  and  agency  relations  for  the  Ameri- 
can Nurses  Association,  ANA,  and  the  cochair  of  the  Care  Task 
Force  of  the  National  Organizations  Responding  to  AIDS,  NORA. 

NORA  was  established  in  1987  as  a  Washington-based  coalition 
of  health  and  social  service  professional  associations,  consumer  and 
advocacy  agencies  and  diverse  other  interest  groups  addressing 
HIV-related  issues  throughout  the  country.  The  coalition  currently 
has  150  national  organizations  affiliated. 

Thank  you  for  the  opportunity  to  speak  today  about  the  merits  of 
H.R.  4470,  the  AIDS  Prevention  Act  of  1990.  Embodied  in  this  legis- 
lative proposal  are  some  of  the  most  needed  initiatives  and  progres- 
sive health  care  ideas  required  for  the  HIV  epidemic  and  the  Na- 
tion's health  care  delivery  system  in  general. 

Together  with  the  components  of  its  companion  bill,  S.  2240,  our 
Nation  has  its  most  substantive  health  policy  proposal  yet  with 
regard  to  the  HIV  epidemic.  It  is  enthusiastically  welcomed  and  ur- 
gently needed. 

The  NORA  coalition  has  placed  a  high  priority  on  care  issues 
during  the  101st  Congress.  Ensuring  the  delivery  and  financing  of 
health  care  for  people  with  HIV  disease  is  the  most  serious  AIDS- 
related  policy  challenge  facing  the  Congress  and  the  Nation.  Over 
the  past  9  years  of  the  HIV  epidemic  and,  in  spite  of  the  leadership 
efforts  of  this  subcommittee,  the  Federal  response  has  been  charac- 
terized as  slow,  callous  and  actively  nonresponsive,  especially  in 
the  area  of  care. 

An  analysis  of  the  past  Federal  budgets  for  AIDS  shows  that 
funds  dedicated  to  care  and  the  discretionary  spending  of  the 
Public  Health  Service  even  now  only  rise  to  just  over  5  percent. 

Our  Nation's  current  system  of  both  private  and  public  health 
insurance  has  demonstrated  serious  flaws.  The  solutions  are  clearly 
complex,  but  H.R.  4470  provides  the  initial  components  of  both 
short-term  relief  and  a  long-term  solution. 

A  potential  new  case  load  over  this  year  and  the  next  ranges 
from  108,000  to  128,000  cases.  Increasing  case  loads  in  rural  areas 
were  reported  just  this  week  to  the  National  Commission  on  AIDS. 
We  must  address  both  the  care-related  needs  of  those  currently 
sick  and  provide  access  to  promising  early  interventions  for  those 
who  are  HIV-infected,  of  which  CDC  estimates  more  than  500,000 
could  benefit. 
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The  Nation's  commitment  to  research  in  the  AIDS  crisis  is  to  be 
applauded.  The  result  of  the  billion  dollar  investment  in  identify- 
ing the  virus  and  producing  retardant  therapeutics  is  a  major  tri- 
umph, but  it  is  meaningless  if  individuals  have  no  ability  to  access 
these  therapeutics  and  the  required  care.  Adequate  numbers  of 
nurses  and  doctors  are  necessary  to  provide  access. 

At  this  time,  I  would  like  to  take  the  opportunity  to  address  a 
point  mentioned  by  Dr.  Rockett.  The  American  Nurses  Association, 
the  Association  of  Operating  Room  Nurses,  the  American  Associa- 
tion of  Critical  Care  Nurses  and  the  Association  of  Practitioners  in 
Infection  Control,  along  with  OSHA  and  the  CDC  stress  to  all 
health  care  workers  that  universal  precaution  is  to  be  used  with  all 
exposures  to  blood  and  body  fluids  because  testing  does  not  guaran- 
tee knowledge  of  HIV  infection. 

I  am  also  pleased  and  proud  as  a  nurse  to  say  that  although 
nurses  have  the  same  fears  and  concerns  that  the  lay  public  has 
about  HIV  infection,  more  nurses  are  working  today  than  ever 
before.  The  data  also  shows  us  that  in  the  last  year,  there  has  been 
a  6  percent  increase  in  nursing  school  enrollment.  We  also  know 
that  nurses  are  on  waiting  lists  to  work  in  designated  AIDS  units. 

The  creation  of  a  discretionary  program  to  build  a  coordinated 
structure  of  testing,  counseling  and  early  intervention  is  a  cutting 
edge  proposal  in  AIDS  care  delivery.  Since  a  drug  is  available,  as 
the  Secretary  of  HHS  has  reported,  that  slows  the  progression  of 
HIV  disease,  we  believe  the  Federal  Government  is  compelled  to 
respond  with  a  proposal  to  deliver  such  care  and  ensure  access  to 
such  treatments. 

To  date,  the  issue  of  HIV  testing  has  been  controversial.  In  the 
past,  most  public  health  experts  warned  that  without  effective 
treatments  and  protection  from  discrimination  and  inappropriate 
disclosure,  testing  had  little  to  offer  by  way  of  health  care  provi- 
sion and  treatment.  Today,  that  analysis  has  clearly  evolved,  but 
not  necessarily  in  as  dramatic  a  way  as  some  would  like  us  to  be- 
lieve. 

AZT  is  available,  but  not  necessarily  accessible.  Commendably, 
hostile  acts  of  hatred  and  discrimination  against  the  HIV-infected 
and  those  who  care  for  them  have  abated,  but  there  is  still  no  civil 
rights  protection  currently  provided  at  the  Federal  level  for  the 
HIV-infected. 

For  the  first  time,  the  Federal  response  to  AIDS  will  begin  to 
deal  with  creating  and  funding  a  coordinated  and  comprehensive 
system  of  prevention  and  health  care  delivery.  When  this  system  is 
in  place,  and  not  before,  the  treatments  available  to  the  HIV-infect- 
ed will  legitimize  testing  as  an  appropriate  public  health  tool  in 
both  primary  and  secondary  prevention. 

The  bill's  intention  to  maintain  confidentiality,  informed  consent 
and  anon5nnous  testing  policies — we  would  like  to  endorse  the 
State's  jurisdiction  over  public  health  policies  regarding  communi- 
cable diseases. 

We  commend  the  chairman  and  the  committee  for  addressing 
this  issue. 
Thank  you. 

[Testimony  resumes  on  p.  345.] 

[The  prepared  statement  of  Ms.  Richardson  follows:] 
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Good  morning,  my  name  is  Donna  Richardson,  I  am  Director  of 
Congressional  and  Agency  Relations  for  the  American  Nurses 
Association  and  the  Co-chair  of  the  CARE  Task  Force  of  the  National 
Organizations  Responding  to  AIDS  (NORA) .  NORA  was  established  in 
1987  as  a  Washington  based  coalition  of  health  and  social  service 
professional  associations,  consumer  and  advocacy  agencies,  and 
diverse  other  interest  groups,  addressing  HIV-related  issues 
throughout  the  country.  The  coalition  currently  has  150  national 
organizations  affiliated. 

I  am  pleased  to  speak  today  about  the  merits  of  H.R.  4470,  The  AIDS 

Prevention  Act  of  1990.    Embodied  in  this  legislative  proposal  are 

some  of  the  most  needed  initiatives  and  progressive  health  care 

ideas  required  for  the  HIV  epidemic  and  the  nation's  health  care 

delivery  system  in  general.  Taken  together  with  the  components  of 

its  companion  bill  S.   2240,   our  nation  has  its  most  substantive 

health  policy  proposal  yet  with  regard  to  the  HIV  epidemic.     It  is 

enthusiastically  welcomed  and  urgently  needed. 
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The  NORA  coalition  has  chosen  to  place  a  high  priority  on  care 
issues  during  the  101st  Congress.  Ensuring  the  delivery  and 
financing  of  health  care  for  people  with  HIV  disease  is  the  most 
serious  AIDS-related  policy  challenge  facing  the  Congress  and  the 
nation.  Over  the  past  nine  years  of  the  HIV  epidemic  —  and  in 
spite  of  the  efforts  of  this  Subcommittee  —  the  federal  response 
has  been  characterized  as  slow,  callous  and  actively  non- 
responsive.  Nowhere  is  this  more  clearly  demonstrated  than  in  the 
area  of  care.  In  an  analysis  of  the  federal  budgets  for  AIDS  over 
the  past  eight  fiscal  years,  the  amount  of  funds  dedicated  to  care 
in  the  discretionary  spending  of  the  Public  Health  Services  even 
now  rises  to  just  over  5%.  Our  nation's  current  system  of  both 
private  and  public  health  insurance  has  demonstrated  serious  flaws 
in  a  system  that  already  leaves  more  than  35  million  Americans 
uninsured  and  therefore  without  access  to  quality  health  care.  The 
solutions  are  clearly  complex  but  H.R.   4470  provides  the  initial 

components  of  both  short  term  relief  and  a  long  term  solution. 
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As  the  second  decade  of  the  HIV  epidemic  begins,  the  country  faces 
a  potential  new  caseload  over  this  year  and  next  ranging  from 
108,000  to  128,000  cases.  Increasing  caseloads  in  rural  areas  were 
reported  just  this  week  to  the  National  Commission  on  AIDS. 
Federal,  state  and  local  jurisdictions  must  address  both  the 
pressing  and  diverse  care-related  needs  of  those  currently  sick, 
and  provide  access  to  promising  early  interventions  for  those  who 
are  HIV  infected.  The  cumulative  AIDS  caseload  to  date  is  over 
12  0,000;  the  estimated  number  of  HIV  infected  is  approximately  one 
million.  The  number  of  estimated  infected  people  who  could  benefit 
from  the  early  interventions  currently  recommended  is  estimated  by 
CDC  at  more  than  500,000.     .  ' 

The  nation's  commitment  to  research  in  the  AIDS  crisis  is  to  be 
applauded.  The  result  of  the  billion  dollar  investment  in  finding 
the   virus    and   producing    therapeutics    that    appear    to    slow  its 
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progression  is  a  major  triumph  of  the  last  decade.  However,  all 
of  this  is  meaningless  if  individuals  have  no  ability  to  access 
these  therapeutics  and  the  required  health  care  necessary  to 
accompany  them. 

H.R.  4470  begins  on  two  important  fronts  to  deal  with  the  issue  of 
access  to  early  intervention. 

First,  the  authority  to  create  a  discretionary  program  to  build  a 

coordinated     structure     of     testing,      counselling     and  early 

intervention  is  a  cutting  edge  proposal  in  AIDS  care  delivery.  If 

a  drug  is  available,  as  the  Secretary  of  Heath  and  Human  Services 

has  reported,  that  slows  the  progression  of  HIV  related  illness, 

we  believe  the  federal  government  is  compelled  to  respond  with  a 

proposal  to  deliver  such  care  and  assure  access  to  such  treatments. 

To  date,    the   issue  of  HIV  testing  has  been  controversial.  The 

arguments  about  who  should  be  tested,  how  they  should  be  tested, 

the  complement  of  counselling  that  should  accompany  the  testing, 
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and  who  should  be  informed  about  the  results  of  HIV  tests  have  been 
spirited  and  long.  In  the  past,  most  public  health  experts  warned 
that  without  effective  treatments  and  protection  from 
discrimination  and  inappropriate  disclosure,  testing  had  little  to 
offer  by  way  of  health  care  provision  and  treatment.  Today  that 
analysis  is  clearly  changed,  but  not  necessarily  in  as  dramatic  a 
way  as  some  would  lead  us  to  believe.  AZT  is  available,  but  not 
necessarily  accessible.  Commendably,  hostile  acts  of  hatred  and 
discrimination  have  abated,  but  there  is  still  no  civil  rights 
protection  currently  provided  at  the  federal  level  for  the  HIV 
infected. 

The  importance  of  H.R.  4470  is  that  for  the  first  time  the  federal 

response  to  AIDS  begins  to  deal  with  the  substance  of  creating  and 

funding  a  coordinated  and  comprehensive  system  of  prevention  and 

health   care  delivery.      When  this   system   is   in  place,    and  not 

before,  the  treatments  available  to  the  HIV  infected  will  begin  to 

legitimize  testing  as  an  appropriate  public  health  tool   in  both 
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primary  and  secondary  prevention. 

The  bill's  intention  to  maintain  confidentiality,  informed  consent, 

and  anonymous  testing  consistent  with  applicable  state  laws  is  an 

essential      component      of      continuing      confidence      in      --  and 

participation   in  --  existing  testing  programs.      However,  issues 

related  to  contact  tracing  continue  to  be  problematic  frora  both  a 

public  health  and  regulatory  perspective.      The  current  draft  of 

H.R.    4470   calls    for   —   as   a   condition   for   receipt   of    funds  — 

contact    tracing    programs    in    all    states,     but    leaves  specific 

discretion  for  program  design  and  extent  in    the  hands  of  the  state 

public  health  officer.      This   is   consistent  with  CDC's  existing 

requirements  that  all  state  pijblic  health  officials  have  in  place 

contact  tracing  programs  responsive  to  local  needs  and  therefore 

does   not   require    federal    statutory   consideration.       It    is  well 

understood    that    the    cost    and    labor    intensiveness    of  contract 

tracing  activities  require  that  they  be  put  in  place  in  a  targeted 

manner  and  reflect  local  needs  and  demographics  that  vary  widely. 
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It  is  our  understanding  that  the  intent  of  the  bill  is  to  have  the 
Secretary  assure  that  programs  are  in  place  but  not  to  exercise 
federal  control  over  what  obviously  must  be  a  locally  determinable 
process. 

NORA'S  Care  Task  Force  supports  the  bill's  establishment  of  a 
responsive  system  of  testing,  counselling  and  early  intervention 
as  an  essential  step  forward  in  prevention  and  health  care 
infrastructure  development.  The  Medicaid  eligibility  reform 
proposal  is  effective  because  it  establishes  access  to  an 
appropriate  steady  reimbursement  stream  which  will  act  to 
institutionalize  the  service  delivery  system  within  communities. 

The    current    "Catch    22"    of   the   Medicaid    system   that  disallows 

persons  who  are  poor  from  access  to  services  because  they  are  not 

acutely  ill  with  AIDS  but  rather  HIV-infected  and  at  risk  of  acute 

illness  does  not  make  moral  or  financial  sense.    Our  current  system 

is  biased  toward  providing  care  at  the  most  expensive  ,  most  acute 
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level.  Congress  Waxman's  proposal  will  allow  less  expensive 
alternatives  to  be  utilized  at  an  earlier  level,  hopefully 
postponing  the  onset  of  serious  illness.  Access  to  a  complement 
of  outpatient  services  proposed  in  the  legislation  will 
significantly  assist  those  health  care  facilities  that  are 
collapsing  under  an  enormous  increase  in  AIDS  cases.  The  American 
Nurses  Association  has  long  been  an  advocate  for  the  expansion  of 
outpatient  services  reimbursed  by  Medicaid.  The  National 
Association  of  Public  Hospitals  recently  reported  that  an  average 
AIDS  admission  in  the  United  States  cost  a  hospital  $2,500  in 
uncompensated  or  under  reimbursed  care.  Through  your  Medicaid 
coverage  expansion  for  asymptomatic  individuals,  we  can  anticipate 
people  staying  healthier  longer  and  out  of  more  expensive  hospital 
and  acute  care  settings. 

It  is  most  unfortunate  that  the  impact  of  AIDS  has  already  caused 

a  disaster  in  a  number  of  our  nation's  largest  cities  and  urban 

counties.     The  emergency  relief  proposed  in  H.R.  4470  is  urgently 
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needed  in  those  cities  that  have  been  at  the  epicenter  of  the  AIDS 
crisis.  The  NORA  Care  Task  Force  has  spent  the  better  part  of  this 
year  working  with  the  Chairman  and  members  of  the  Committee  as  well 
as  your  colleagues  in  the  Senate  on  this  urgent  and  necessary 
proposal.  We  have  all  seen  and  recall  the  decisive  actions  by  the 
Congress  in  relationship  to  Hurricane  Hugo  and  the  San  Francisco 
earthquake.  The  same  spirit  of  assistance  and  compassion  is  called 
for  in  the  AIDS  epidemic. 

Reports  from  San  Francisco  tell  us  that  that  city's  now  famous 
model  for  AIDS  community  care  is  about  to  collapse.  Private 
resources  are  not  capable  of  providing  the  necessary  funds  to  pay 
for  the  continuation  of  prevention  efforts  and  provision  of  health 
care.  A  recent  study  showed  that  the  cost  of  an  AIDS  patient  in 
San  Francisco  was  half  the  cost  of  caring  for  a  similar  patient  in 
Los  Angeles  due  to  the  community  based  model  established  by  that 
community.  Emergency  assistance  will  assist  in  keeping  the  model 
operating  and  the  long  term  costs  of  this  epidemic  down. 
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The  disaster  of  AIDS  is  not  only  affecting  the  care  and  treatment 
of  people  with  AIDS,  it  is  straining  all  of  the  existing  public 
health  and  social  services  systems  in  our  country.  Members  of  the 
National  Commission  on  AIDS  described  the  "AIDS  Calcutta"  they 
witnessed  in  the  New  York  City  Hospital  System.  Hospital  corridors 
were  jammed  with  patients  who  could  not  access  beds  because  other 
patients  had  yet  to  be  discharged  due  to  a  lack  of  out  of  hospital 
care.  This  situation  jeopardizes  the  health  access  of  all 
citizens.  An  inadequate  social  service  system  has  finally  reached 
its  limits  with  the  AIDS  epidemic.  How  is  the  foster  care  system 
supposed  to  deal  with  more  than  2,000  cases  of  pediatric  AIDS  and 
the  large  number  of  children  whose  parents  have  died  from  this 
disease? 

The  emergency  assistance  proposed  in  H.R.  4470  does  not  solve  these 

problems   but    it   does   provide   support   necessary   to   shore   up  a 

strained  system  until   such  time  as  more  systemic  solutions  are 
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found  and  implemented. 

Finally,  Mr.  Chairman,  the  NORA  coalition  applauds  your  efforts  at 
continuing  the  demonstration  projects  that  have  assisted 
communities  in  coping  with  the  HIV  crisis.  In  your  home  city  of 
Los  Angeles  these  funds  have  provided  for  a  cost  effective  and 
coordinated  care  system  that  may  serve  as  a  model  for  other  cities. 
In  particular,  a  consortia  of  adolescent  and  youth  services 
providing  HIV  prevention  and  care  has  been  remarkable  in  its 
success  and  applauded  by  many  throughout  the  nation.  The  authority 
to  continue  the  State  subsidies  for  AIDS  therapeutic  drugs  will 
allow  a  literal  lifeline  for  thousands  to  remain  in  place. 
However,  we  consider  the  current  proposal  to  be  far  too  small  to 
adequately  meet  the  growing  caseload  need. 

AIDS  is  a  difficult  and  complex  issue  from  every  purview.  The  care 
issues  addressed  here  today  are  very  difficult  but  represent  a 
response   to   an   inadequate  heath   care   system  and   the   lack  of  a 
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cohesive  health  care  policy.  The  NORA  coalition  pledges  its 
support  for  reform  in  the  nation's  health  care  system  and  believes 
strongly  that  until  such  reforms  are  enacted,  AIDS  and  other  health 
care  challenges  will  remind  us,  in  a  tragic  way,  that  our  job  has 
not  been  done.  Until  that  day,  people  will  remain  in  dire  need. 
The  provisions  of  this  bill  begin  to  build  a  system  of  support  for 
services  and  reform  some  of  the  most  serious  obstacles  to  care 
currently  exacerbating  the  AIDS  epidemic. 

Thank  you. 
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Mr.  Waxman.  Thank  you  very  much,  Ms.  Richardson. 
Mr.  Rickles. 

STATEMENT  OF  FREDERICK  R.  RICKLES 
Mr.  Rickles.  Thank  you.  My  name  is  Frederick  R.  Rickles  and  I 
am  a  physician,  professor  of  medicine,  Director  of  the  Comprehen- 
sive HemophiUa  Treatment  Center  at  the  University  of  Connecti- 
cut Health  Center  in  Farmington,  CT. 

I  am  here  today  as  Vice  President  for  Medical  and  Scientific  Af- 
fairs of  the  National  Hemophilia  Foundation  and  representing  the 
10,000  to  20,000  individuals,  like  Ryan  White,  for  example,  who 
were  infected  inadvertently  with  the  Human  Immunodeficiency 
Virus  by  their  exposure  to  transfused  blood  products  and  factor 
concentrates  required  for  the  treatment  of  their  hemorrhagic  disor- 
ders. 

NHF  is  a  voluntary  health  agency  working  to  improve  the  health 
and  welfare  of  the  some  20,000  persons  with  hemophilia,  von  Wille- 
brand's  Disease  and  other  clotting  factor  deficiencies  in  the  United 
States. 

I  would  like  to  define  for  you  at  this  time  what  comprehensive 
hemophilia  treatment  centers  are  and  give  you  some  notion,  I 
hope,  of  the  benefit  that  the  community  of  patients  with  hemophil- 
ia have  derived  from  the  very  wise  decision  of  Congress  in  1976  to 
fund  these  comprehensive  hemophilia  centers. 

In  short,  and  in  brief,  comprehensive  hemophilia  treatment  cen- 
ters are  exactly  what  you  are  proposing  for  the  treatment  of  AIDS 
embodied  already  for  the  treatment  of  hemophilia.  They  provide 
multidisciplinary  care.  They  provide  outreach  activities  and  they 
allow  patients  with  hemorrhagic  disease  to  have  access  to  virtually 
all  health  care  and  psychosocial  services  in  a  setting  that  provides 
confidence  and  confidentiality. 

Hemophilia  treatment  centers  were  in  place  when  the  AIDS  epi- 
demic hit  and  thank  God  they  were  because  at  least  they  were  able 
to  respond  in  a  well-organized  manner  and  had  excellent  relation- 
ships with  their  patients,  such  that  they  were  able  to  respond  well 
to  the  needs  initially  demonstrated  by  the  epidemic. 

Some  measure  of  success  has  been  achieved  by  virtue  of  this  com- 
plex network  that  is  regionalized  and  present  throughout  the 
United  States  of  comprehensive  care  centers.  Approximately  50 
percent  of  patients  in  attendance  at  these  centers  have  now  been 
voluntarily  counseled  regarding  risk  reduction  behavior,  have  been 
tested,  and  the  hemophilia  treatment  centers  have  been  quite  effec- 
tive in  documenting  risk  behavior  changes  amongst  their  popula- 
tion and  participating  in  voluntary  partner  notification,  programs 
with  documented  success  rates. 

The  hemophilia  treatment  centers  may  be  one  of  the  more  effec- 
tive models  for  the  delivery  of  preventive  health  services  and  have 
been  referred  to  as  such  by  both  the  President's  Commission  on 
AIDS  and  in  the  Omnibus  Budget  Reconciliation  Act  of  1981. 

But  I  am  afraid  to  tell  you  today  the  hemophilia  treatment  cen- 
ters are  overtaxed.  They  responded  well  to  the  epidemic  initially, 
but  with  a  100  percent  increase  in  patient  visits  over  the  past  3 
years,  a  200  percent  increase  in  HIV-related  visits  to  the  hemophil- 
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ia  treatment  centers  and  a  300  percent  increase  in  hospital  admis- 
sions for  HIV-related  problems  amongst  patients  with  hemophilia, 
the  hemophilia  treatment  centers  can  no  longer  tolerate  the 
burden  that  is  upon  them. 

I  think  we  may  compare  the  hemophilia  treatment  centers  to  an 
aspect  of  the  present  bill  that  deals  with  innercity  health  facilities. 
Both  are  dealing  with  a  relative  disproportionate  number  of  pa- 
tients with  HIV  infection.  Overall,  approximately  60  percent  of  our 
patients  are  infected  with  HIV.  Therefore,  we  enthusiastically  sup- 
port both  H.R.  4470  and  H.R.  4080  as  bills  which  provide  many  im- 
portant services,  but  we  would  like  to  recommend  one  major  addi- 
tion. 

We  want  to  work  with  you  to  strengthen  H.R.  4470  to  include  he- 
mophilia treatment  centers  under  virtually  all  provisions  of  the 
bill.  Hemophilia  treatment  centers  are  the  places  that  patients 
with  hemophilia  will  get  their  care.  They  go  there  now;  we  want  to 
serve  more  of  the  population.  It  makes  sense,  therefore,  to  use  an 
existing,  effective,  multidisciplinary  health  care  system  which  has 
already  proven  itself  to  be  capable  of  reaching  more  and  more 
people,  and  accomplishing  the  goals  of  the  bill,  to  extend  the  provi- 
sions of  this  bill  to  more  people  with  HIV  infection. 

Therefore,  we  believe  that  all  grant  mechanisms  authorized  in 
H.R.  4470  should  ensure  that  the  comprehensive  hemophilia  treat- 
ment center  network  be  the  primary  mode  for  the  delivery  of  pre- 
ventive health  services  for  persons  with  hemophilia,  their  families 
and  partners,  which  they  currently  serve. 

In  regard  to  H.R.  4080,  we  support  this  approach  for  financing 
through  Medicaid  many  of  the  provisions  that  are  necessary  for 
our  patients.  Clearly,  many  of  our  patients  will  benefit  since  they 
may  require  up  to  $150,000  each  per  year  to  obtain  virus-free  factor 
8  concentrates  or  factor  9  concentrates,  the  treatment  they  need 
for  their  hemophilia. 

In  addition,  they  will  benefit  from  obtaining  AZT  and  other  HIV- 
related  antiinfectious  agents,  also  expensive  drugs. 

Thank  you  very  much,  and  we  appreciate  the  enlightenment  of 
this  committee. 

[The  prepared  statement  of  Mr.  Rickles  follows:] 

Statement  of  Frederick  R.  Rickles,  M.D.,  Vice  President,  Medical  and 
Scientific  Affairs,  National  Hemophilia  Foundation 

My  name  is  Frederick  R.  Rickles,  M.D.,  professor  of  medicine  and  director  of  the 
Comprehensive  HemophiHa  Treatment  Center  at  the  University  of  Connecticut 
Health  Center  in  Farmington.  I  am  here  today  as  Vice  President  for  Medical  and 
Scientific  Affairs  of  the  National  Hemophilia  Foundation  [NHF].  NHF  is  a  volun- 
tary health  agency  working  to  improve  the  health  and  welfare  of  the  20,000  persons 
with  hemophilia,  von  Willebrand's  Disease  and  other  clotting  factor  deficiencies  in 
the  United  States. 

I  have  been  involved  in  the  care  of  patients  with  hemophilia  since  1960,  when,  as 
a  student,  I  began  to  work  in  a  medical  research  laboratory  on  human  clotting  prob- 
lems and  the  defects  responsible  for  bleeding  disorders  like  hemophilia.  At  that  time 
patients  with  hemophilia  rarely  lived  beyond  middle  age.  Most  of  our  adult  patients 
were  confined  to  wheelchairs  due  to  joint  damage  caused  by  repeated  bleeding  epi- 
sodes. All  that  changed  through  the  discovery  of  methods  for  concentrating  the 
missing  clotting  factor  responsible  for  two  major  forms  of  hemophilia,  combined 
with  the  development  and  expansion  of  a  regionalized  network  of  comprehensive  he- 
mophilia treatment  centers  [HTC].  The  establishment  of  the  treatment  centers  was 
made  possible  by  Congress  in  1976 — the  first  year  of  federal  support  for  the  Compre- 
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hensive  Hemophilia  Diagnosis  and  Treatment  Centers  Program  (P.L.  94-63;  Thanks 
to  your  help,  over  9,500  persons  with  hemophilia  (nearly  50  percent  of  the  total  he- 
mophilia population)  are  now  served  by  these  25  centers  and  120  affiliates  which 
provide  multidisciplmary  services  including  psychosocial,  and  vocational  counseling 
m  addition  to  medical,  dental  and  orthopedic  care.  The  impact  of  this  program' 
which  IS  funded  through  the  Maternal  and  Child  Health  setaside,  has  been  dramat- 
^^••5°^^  mvestment  in  comprehensive  care  which  promotes  home  therapy  has 
paid  off.  Over  a  ten-year  period,  disabUity  was  reduced  with  a  73  percent  decrease  in 
the  average  days  per  year  lost  from  work  or  school;  overall  cost  of  care  per  patient 
per  year  declmed  74  percent;  the  average  days  per  year  spent  as  an  inpatient  went 
down  8d  percent;  and  unemployment  was  reduced  74  percent. 

It  has  been  a  remarkable  experience  for  me  to  participate  in  this  effort  from  a 
time  when  patients  were  absolutely  dependent  on  the  health  care  system  to  this 
recent  time  of  greater  independence  and  self-achievement.  My  patients  now  include 
the  past  captain  of  the,  Cornell  swimming  team,  a  young  man  who  competes  in  long 
distance  bike  races,  a  master  of  Tai-Kwon-Do,  and  many  others  who  are  physically 
fit— the  beneficiaries  of  the  new  forms  of  blood  plasma  products  and  comprehensive 
care.  I  have  been  delighted  with  all  the  individual  success  stories  as  our  patients 
were  able  to  achieve  independent,  full  and  productive  lives. 

I  am  sure  you  can  appreciate  the  intense  level  of  frustration  that  I  felt,  when 
overnight,  this  success  story  became  a  nightmare.  Half  of  the  total  hemophilia  popu- 
lation became  infected  with  Human  Immunodeficiency  Virus  [HIV]  and  one  in  four- 
teen has  now  been  diagnosed  with  AIDS.  Most  ironic  of  all,  it  was  the  very  blood 
products  that  liberated  this  population  from  the  constraints  of  their  chronic  bleed- 
ing disorder,  that  was  the  source  of  this  tragedy.  Fortunately,  it  appears  that  as  a 
result  of  new  virus  inactivation  technologies  applied  to  the  blood  products  used  by 
people  with  hemophilia,  it  is  not  likely  that  HIV  negative  patients  will  be  exposed 
to  the  AIDS  virus  any  longer  as  a  result  of  their  treatment.  However,  the  damage 
has  already  been  done  to  the  10,000  to  12,000  people  with  hemophilia  who  are  HIV 
positive.  The  impact  of  AIDS  on  people  with  hemophilia,  their  families  and  health 
professionals  has  been  tragic.  This  Subcommittee's  help  in  the  past  has  made  a  dif- 
ference, but  as  the  seriousness  of  AIDS,  and  the  advancement  of  the  disease  in  the 
hemophilia  community  has  expanded,  so  have  our  needs. 

The  HTC  program  was  originally  established  by  Congress  in  1976  to  create  a  re- 
gionalized network  providing  comprehensive  care  services.  The  HTC  program  soon 
became  a  success  model  for  the  management  of  other  chronic  diseases.  In  the  1981 
Omnibus  Budget  Reconciliation  Act,  the  HTC  program  was  referred  to  as  the  "bio- 
medical success  story  of  the  decade." 

With  the  advent  of  AIDS,  the  HTC  program  became  the  framework  through 
which  AIDS  treatment,  risk-reduction  and  psychosocial  support  services  were  pro- 
vided to  persons  with  hemophilia  and  their  famUies.  This  was  essential  when  you 
consider  that  one  out  of  every  14  people  with  hemophilia  has  contracted  AIDS  and 
over  60  percent  of  the  entire  hemophilia  community  is  HIV-positive. 

The  effectiveness  of  the  HTC  program  in  addressing  the  AIDS  epidemic  was  cited 
in  the  June  1988  report  of  the  President's  Commission  on  AIDS  in  which  there  was 
a  recommendation  "to  extend  the  network  of  centers"  to  the  "hemophilia  popula- 
tion not  now  being  served."  In  December  of  1989,  the  National  AIDS  Commission,  in 
its  first  report,  recommended  "the  creation  of  regional  centers  or  networks  of  care, 
perhaps  using  the  already  existing  regionalized  hemophilia  treatment  program  as  a 
model."  Also  in  1989,  the  Surgeon  General's  workshop  on  pediatric  AIDS  recom- 
mended that  "the  hemophilia  centers  should  receive  additional  funding  to  meet  the 
increased  need  for  services  for  HIV-infected  children  with  hemophilia." 

Without  this  comprehensive  HTC  network  it  would  not  be  possible  to  deliver  the 
comprehensive  array  of  AIDS-related  services  needed  by  the  hemophilia  community 
today.  However,  the  HTC  "model"  is  in  serious  disrepair  due  to  the  enormous  toll 
the  AIDS  epidemic  has  had  on  the  hemophilia  community.  The  HTC  network  cur- 
rently has  adequate  resources  to  serve  about  one-third  of  the  hemophilia  population, 
partially  serve  another  one-third,  and  the  remaining  one-third  are  unserved.  The 
HTC  network  is  in  dire  need  of  $4  to  $5  million  in  fiscal  year  1991  to  provide  the 
additional  support  needed  to  recruit  nurse  coordinators  and  social  workers  in  urban 
and  rural  areas  currently  under-  or  unserved. 

Hemophilia  Treatment  Centers  are  struggling  with  the  demand  that  HW  infec- 
tion and  AIDS  have  placed  upon  them:  costs  of  care  and  factor  have  risen  dramati- 
cally; demands  upon  staff  time  by  more  and  sicker  patients  have  escalated  marked- 
ly; and  new  staff  skills  and  knowledge  are  required  for  providing  HW-related  serv- 
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It  is  estimated  that  between  15  percent  and  20  percent  of  sexual  partners  of 
people  with  hemophilia  have  been  exposed  to  HTV.  For  this  reason,  in  January  1989, 
OMCH  and  CDC  established  a  national  goal  for  the  hemophilia  community  to  "pre- 
vent new  cases  of  HIV  infection  in  the  sexual  partners  £ind  offspring  of  persons  with 
hemophilia". 

Supplemental  funding  through  OMCH,  in  cooperation  with  CDC,  is  provided  to 
federally  funded  HTC's  and  to  NHF  for  the  purpose  of  preventing  sexual  £ind  perin- 
atal transmission  of  HIV.  Substantial  emphasis  is  placed  on  outreach  directed  at  un- 
served and  underserved  populations,  especially  those  of  minority  racial/ethnic 
groups  and  spouses  and  sexual  partners  of  at-risk  or  HIV-infected  persons  with  he- 
mophilia. HTC's  have  used  the  HTV/ AIDS  grant  money  to  build  and  expand  their 
comprehensive  care  program  to  include  HTV-related  education,  counseling,  outreach 
and  clinical  services.  NHF  has  developed  a  Women's  Outreach  Network  and  has  cre- 
ated a  National  Hemophilia/ AIDS  Information  and  Resources  Center. 

Funding  has  also  been  allocated  to  evaluation  activities  to  monitor  the  progress  of 
the  National  Risk-Reduction  Program.  OMCH  has  done  an  excellent  job  in  coordi- 
nating that  program;  some  of  the  preliminary  data  gathered  through  the  grant  ap- 
plication indicate  the  following  trends:  The  number  of  patient  seen  by  ITTC's  has 
risen,  with  some  centers  reporting  increases  of  over  100  percent  in  the  past  few 
years;  88  percent  of  people  with  hemophilia  enrolled  in  HTC's  are  receiving  compre- 
hensive care  and  risk-reduction  services;  more  than  50  percent  of  these  individuals 
have  been  HIV  tested;  HIV-related  visits  have  increased  200  percent,  with  hospital 
admissions  up  to  300  percent. 

Mr.  Chairman,  the  NHF  supports  the  purposes  of  your  bill  to  establish  a  nation- 
wide program  of  providing  preventive  health  services  for  AIDS. 

The  approach  taken  in  H.R.  4470  is  comprehensive  in  scope  which  NHF  believes 
to  be  critical  to  achieving  effective  risk  reduction.  The  Bill  provides  for  confidential- 
ity and  informed  consent  protection  for  pre-  and  post-test  counseling  services,  which 
are  prerequisite  to  encouraging  individuals  voluntarily  to  seek  preventive  health 
services. 

The  maintenance  of  confidentiality  is  a  matter  of  utmost  importance  to  patients 
with  hemophilia,  their  families  and  partners,  as  well  as  the  hemophilia  treatment 
team  for  several  reasons.  Inadvertent  release  of  test  results  is  associated  with  risk  of 
discrimination,  exclusion,  and  expulsion  for  individuals  with  hemophilia,  their 
family  members  and  partners.  The  serious  consequences  of  such  disclosure  could 
result  in  loss  of  insurability,  housing,  employment  and  community  life  for  hemophil- 
ia patients  and  families.  Failure  to  protect  confidentiality  to  the  greatest  extent  pos- 
sible could  result  in  a  patient's  decision  not  to  be  tested  or  in  a  treater's  recommen- 
dation not  to  test  for  fear  of  the  potential  negative  outcomes  of  such  a  decision.  Our 
community  is  already  confronted  with  situations  where  individuals  with  hemophilia 
are  not  testing  due  to  fear  of  breach  of  confidentiality  and  resulting  discrimination. 
Because  of  these  serious  concerns  some  treaters  have  suggested  that  individuals 
with  hemophilia  not  be  tested,  but  simply  consider  themselves  antibody  positive  and 
exercise  the  necessary  precautions  to  reduce  the  risk  of  transmission  to  sexual  part- 
ners. 

H.R.  4470  seeks  to  alleviate  this  situation  by  requiring  confidentiality  and  in- 
formed consent  and  establishing  a  nationwide  plan  of  action  for  preventive  health 
services  with  respect  to  AIDS.  It  does  so  by  providing  for  maximum  use  of  existing 
health  care  clinics  and  centers  including  hemophilia  treatment  centers,  which  indi- 
viduals are  familiar  and  comfortable  with  in  treating  their  health  problems.  While 
we  agree  with  this  approach,  we  feel  it  is  paramount  that:  (1)  All  grant  mechanisms 
authorized  in  H.R.  4470  ensure  that  the  comprehensive  hemophilia  treatment  cen- 
ters network  be  the  primary  mode  for  the  delivery  of  preventive  health  services  for 
persons  with  hemophilia,  their  families  and  partners;  and  (2)  the  hemophilia  com- 
munity has  direct  representation  on  the  local  health  services  planning  councils 
whose  responsibilities  include  the  development  of  a  comprehensive  plan  for  delivery 
of  HIV/AIDS  preventive  health  services  and  establishment  of  funding  priorities  for 
the  area. 

NHF  looks  forward  to  working  with  you  and  the  Subcommittee  in  achieving  these 
objectives  in  H.R.  4470  as  you  write  the  BUI  in  final  form. 

NHF  views  H.R.  4080  as  necessary  to  resolve  the  crises  in  access  to  health  care, 
financing  health  care  and  in  delivering  health  care  created  by  the  AIDS  epidemic. 
NHF  also  sees  specific  provisions  of  the  bill  as  offering  benefits  to  the  hemophiha 
community.  Many  hemophilia  treatment  center  hospitals  are  in  urban  areas  hard- 
est hit  by  the  AIDS  epidemic.  Those  hospitals  have  suffered  declining  revenues  due 
to  lowered  reimbursements  from  public  and  private  third  party  payors.  H.R.  4080 
will  provide  hospitals  with  needed  revenue  for  patient  care  and  forestall  potential 
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^^^^  specialty  services  as  comprehensive  care  for  hemophil- 
ia. mU}  m  particularly  supportive  of  the  provision  that  allows  Medicaid  funds  to 
pay  for  insurance  coverage,  as  this  will  enable  those  persons  with  hemophilia  who 
nave  become  disabled  to  keep  their  private  insurance. 

We  support  the  concepts  embodied  in  both  H.R.  4470  and  H.R.  4080  and  hope  that 
there  vnU.  be  an  opportumty  to  work  with  the  Subcommittee  in  assuring  that  the 
needs  of  patients  with  hemophilia  are  fully  addressed. 

Mr.  Waxman.  Thank  you.  I  want  to  thank  the  three  of  you.  I  am 
going  to  recognize  each  member  for  a  round  of  questions  and  the 
Chair  is  going  to  use  his  discretion  to  say  there  will  be  only  one 
round  of  questions.  I  want  to  advise  members  of  that  fact  in  ad- 
vance. 

Dr.  McGrath,  some  have  argued  that  one  of  the  main  reasons 
that  people,  especially  poor  people  or  people  without  health  insur- 
ance, don't  come  in  for  counseling  and  testing  is  because  they  don't 
believe  that  such  services  can  make  any  real  difference  to  them, 
that  testing  is  only  a  death  sentence. 

Do  you  believe  that  if  early  intervention  treatment  is  made  more 
widely  available  to  these  people  without  health  insurance,  especial- 
ly the  poor,  that  more  people  will  volunteer  for  counseling  and 
testing? 

Mr.  McGrath.  Yes,  sir,  we  most  certainly  do. 

Mr.  Waxman.  Anybody  disagree  with  that?  Certainly  we  want  to 
provide  funding  for  that  health  care  treatment  for  these  people. 

Dr.  Rickles,  the  number  of  hemophiliacs  and  their  wives  getting 
AIDS  testing  is  reported  to  be  very  low.  What  are  the  major  rea- 
sons that  hemophiliacs  have  not  come  in  for  testing? 

Mr.  Rickles.  My  personal  opinion,  Congressman  Waxman,  is 
that  discrimination  is  the  major  concern  of  our  patient  population. 
I  base  that  on  my  own  experience  with  128  individuals. 

Mr.  Waxman.  They  are  fearful  that  they  will  be  discriminated 
against  by  whom? 

Mr.  Rickles.  They  are  fearful  of  being  discriminated  against  by 
individuals  in  their  community,  by  employers,  by  health  care  insur- 
ers, by  a  variety  of  third  parties. 

Mr.  Waxman.  We  are  talking  about  the  group,  if  you  look  at  the 
three  general  groups,  IV  drug  users,  gay  men,  hemophiliacs  that 
should  be  the  least  concerned  about  discrimination,  but  you  think 
that  they  are  sufficiently  concerned  about  it  to  stay  away. 

I  think  the  report— I  think  it  is  accurate  to  say  that  those  that 
go  in  for  testing  is  fairly  low. 

Mr.  Rickles.  You  are  absolutely  correct. 

Mr.  Waxman.  Do  you  think  if  we  had  early  intervention  therapy 
available  to  these  people  that  more  would  come  in? 

Mr.  Rickles.  We  do  have  some  early  intervention  therapy,  as  you 
know,  AZT  has  been  proven  to  work.  That  has  clearly  increased 
the  activity.  Patients  do  come  in  more  now  for  testing,  but  that 
aJone  will  not  secure  their  participation. 

Mr.  Waxman.  Has  there  been  a  financial  barrier  to  the  

Mr.  Rickles.  A  very  clearcut  financial  barrier,  yes,  sir. 

Mr.  Waxman.  Ms.  Richardson,  some  people  have  suggested  ab- 
breviating or  eliminating  pretest  counseling  before  AIDS  testing. 
Do  you  support  such  a  proposal  and  would  it  be  good  private  or 
public  medical  practice? 
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Ms.  Richardson.  No.  We  believe  that  the  pretesting  counseling  is 
just  as  importa!nt  as  posttesting  counseling. 

Mr.  Waxmaist.  Dr.  McGrath,  is  it  necessary  for  the  name  of  the 
patient  to  be  recorded  anywhere  in  order  to  do  a  partner-notifica- 
tion program? 

Mr.  McGrath.  It  is  not  necessarily  so,  but  our  policy  is  that 
there  are  certainly  instances  where  that  might  be  necessary,  and 
in  those  cases,  with  individual  discretion  where  other  means  have 
been  tried  and  failed,  that  that  would  be  justifiable. 

Mr.  Waxman.  Is  it  necessary  for  names  to  be  gathered  to  do  sta- 
tistical or  epidemiological  work? 

Mr.  McGrath.  No,  not  names. 

Mr.  Waxman.  The  Congressional  Budget  Office  has  assumed  that 
the  additional  cost  of  providing  early  intervention  treatment  will 
jdeld  no  reduction  in  costs  of  hospital  care.  Do  you  think  this  is  a 
correct  statement?  Do  you  think  that  early  intervention  may 
reduce  the  overall  costs  of  hospitalization? 

Mr.  McGrath.  I  was  impressed  by  the  earlier  physician's  testi- 
mony from  Maryland  who  seemed  to  have  a  great  deal  of  experi- 
ence and  from  the — some  general  knowledge  of  medical  economics, 
that  when  you  intervene  early  and  you  save  the  more  costly— the 
higher-cost,  devastating  parts  of  the — it  certainly  seems  logical  and 
it  is  a  premise  of  general  health  care. 

Mr.  Waxman.  I  suppose  if  we  let  people  die  without  caring  for 
them,  the  faster  they  die,  the  more  money  we  would  save,  but  all 
health  care  is  to  prolong  life  and  to  keep  the  health  as  good  as  pos- 
sible for  as  long  as  possible  and  that  does  sometimes  cost  money. 

Does  the  medical  profession  or  the  AMA  subscribe  to  the  notion 
that  any  test  ought  to  be  given  to  anybody  without  their  informed 
consent? 

Mr.  McGrath.  Yes.  There  are  instances  where,  without  informed 
consent — and  we  spell  those  out  in  our  policy — they  have  to  do 
with  prisoners — I  would  take  that  as  to  be  mandatory  testing — pris- 
oners  

Mr.  Waxman.  No,  don't  take  it  as  mandatory  testing.  Do  you 
think  that — would  the  AMA  support  the  notion  that  it  ought  to  be 
up  to  the  doctor  to  decide  whether  an  HIV  test  should  be  adminis- 
tered to  a  patient  and  not  require  that  patient  to  give  informed 
consent? 

Mr.  McGrath.  No,  no,  certainly,  sir.  Informed  and  knowing  con- 
sent is  our  requirement. 
Mr.  Waxman.  That  is  a  basic  ethical  requirement,  isn't  it? 
Mr.  McGrath.  It  is  an  ethical  requirement. 

Mr.  Waxman.  I  want  to  recognize  Dr.  Rowland  at  this  time  and 
let  him  pursue  his  questioning,  and  give  back  the  balance  of  my 
time. 

Dr.  Rowland. 

Mr.  Rowland.  Thank  you  very  much,  and  I  apologize  to  my  col- 
league, but  I  have  to  leave  momentarily. 

I  just  want  to  ask  this  question,  because  I  am  still  concerned 
about  the  discrimination.  We  have  heard  that  discrimination  may 
not  really  play  much  of  a  part  in  this,  that  public  good  was  some- 
thing that  we  really  need  to  be  looking  at  and  not  giving  much  con- 
sideration to  discrimination. 


351 


Let  me  ask  you  this  question.  Do  you  think  that  mandatory  con- 
tact tracing  would  result  in  a  decrease  in  testing,  and  if  so,  why? 

Ms.  Richardson.  I  think  mandatory  contact  tracing  without  dis- 
criminatory—antidiscriminatory  protections  would  result  in  less 
people  accessing  testing.  We  know,  as  nurses,  that  a  number  of  our 
patients  have  had  problems  with  discrimination,  both  on  their  jobs 
and  in  their  homes. 

Mr.  McGrath.  I  believe,  Dr.  Rowland,  we  had  something  of  a 
workshop  in  that  this  morning,  sir,  when  we  saw  that  from  the 
people  from  several  different  States  talking  about  several  different 
populations  were  unable  to  agree.  It  is  an  excellent  argument  for 
why  you  have  to  have  these  programs  crafted  specifically  for  the 
State  and  for  the  locality.  If  public  health  officers  in  the  State  start 
to  notice  that  part  of  the  program  like  contact  tracing  is  reducing 
their  number  of  positives,  then  they  have  the  opportunity  to  reth- 
ink the  program. 

Mr.  RiCKLES.  I  would  agree  with  that  statement. 

Mr.  Rowland.  Thank  you. 

Thank  you  very  much,  Mr.  Chairman. 

Mr.  Waxman.  Mr.  Dannemeyer. 

Mr.  Dannemeyer.  I  would  like  to  ask  Mrs.  Richardson  

Ms.  Richardson.  Ms.  Richardson. 

Mr.  Dannemeyer.  Excuse  me,  Ms.  Richardson.  Recommendation 
27(e)  of  the  American  Medical  Association  provides  as  follows: 

That  the  AMA  strongly  recommends  the  reportability  of  HTV  seropositive  pa- 
tients to  the  departments  of  health  of  the  50  States  for  the  purposes  of  contact  trac- 
ing and  partner  notification. 

My  question  to  you,  Ms.  Richardson,  is  does  the  American 
Nurses  Association  endorse  what  I  have  just  described  to  be  the 
policy  of  the  American  Medical  Association? 

Ms.  Richardson.  The  American  

Mr.  Dannemeyer.  That  can  be  answered  yes  or  no. 

Ms.  Richardson.  The  American  Nurses  Association  makes  its 
own  policies  regarding  AIDS.  We  are  looking  at  the  issue  of  contact 
tracing  and  mandatory  reporting  in  50  States.  Right  now,  we  sup- 
port the  recommendations  of  the  territorial  officers.  State  and  ter- 
ritorial officers. 

Mr.  Dannemeyer.  As  things  stand  today  

Ms.  Richardson.  We  do  not  endorse  the  AMA's  recommendation. 

Mr.  Dannemeyer.  And  also,  Mr.  Rickles,  I  would  like  to  ask  you, 
on  behalf  of  the  National  Hemophilia  Foundation,  does  that  organi- 
zation support  the  position  of  the  American  Medical  Association 
Recommendation  27(e)  that  I  have  just  read? 

Mr.  Rickles.  In  view  of  our  success  rate  with  voluntary  testing 
and  voluntary  contact  tracing,  we  would  not  support  that  recom- 
mendation. 

Mr.  Dannemeyer.  I  see.  I  would  like  to  ask  Dr.  McGrath,  the 
spokesperson  here  this  morning  on  behalf  of  the  AMA,  in  your 
opinion,  would  H.R.  4470  be  improved  if  a  provision  consistent  with 
AMA  Recommendation  27(e)  concerning  confidential  reporting 
were  added  to  the  bill? 

Mr.  McGrath.  Our  belief  is  that  you  already  have  in  your  bill, 
sir,  something  quite  consistent  with  Recommendation  27(e). 
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Mr.  Dannemeyer.  No,  I  am  saying— I  am  talking  about  Mr. 
Waxman's  bill.  H.R.  4470.  My  question  to  you  is,  would  his  bill, 
H.R.  4470,  be  improved  if  it  included  a  recommendation  consistent 
with  the  position  of  the  American  Medical  Association,  specifically 
Recommendation  27(e)? 

Mr.  McGrath.  It  is  my  understanding,  sir,  that — he  can  certain- 
ly speak  for  himself— that  the  chairman's  bill  does  include  this  rec- 
ommendation. 

Mr.  Dannemeyer.  Mr.  Waxman's  bill  does  not  include  mandato- 
ry reportability  and  contact  tracing  that  will  be  implemented  at 
all— by  all  States  in  the  Union.  So  my  question  to  us  is,  would  his 
bill  be  improved  if  it  included  the  recommendation  of  the  Ameri- 
can Medical  Association? 

Mr.  McGrath.  I  believe  it  would,  sir,  if  that  is  the  case. 

Mr.  Dannemeyer.  Thank  you. 

Mr.  Waxman.  Would  the  gentleman  yield? 

Mr.  Dannemeyer.  I  will  yield  when  my  time  is  concluded. 

Mr.  Waxman.  And  I  will  look  forward  to  that  time. 

Mr.  Dannemeyer.  If  you  will  give  me  some  additional  time,  I 
will  be  happy  to  yield  to  you  right  now. 

Mr.  Waxman.  Without  objection,  the  gentleman  will  be  given  30 
additional  seconds. 

Would  the  gentleman  jdeld  on  his  30  additional  

Mr.  Dannemeyer.  I  yield  to  the  chairman. 

Mr.  Waxman.  I  want  to  refer  to  the  bill.  The  bill  provides  that 
States  provide  assurances  satisfactory  to  the  Secretary  that  the 
State  will  require  that  any  entity  carr3dng  out  such  testing  confi- 
dentially report  to  the  State  Public  Health  officer  information  suf- 
ficient to  perform  statistical  and  epidemiological  analysis  of  the  in- 
cidents in  the  State  of  cases  of  such  infection  and,  two,  to  perform 
statistical  and  epidemiological  analysis  of  the  demographic  charac- 
teristics of  the  population,  and  the  Secretary  may  not  make  a 
grant  under  section  2601  unless  the  State  provides  assurances  satis- 
factory to  the  Secretary  that  the  State  will  require  that  the  State 
Public  Health  officer,  to  the  extent  appropriate  in  the  determina- 
tion of  that  officer,  carry  out  a  program  of  contact  tracing  with  re- 
spect to  cases  of  infection  with  the  agent  for  Acquired  Immune  De- 
ficiency S3aidrome. 

Mr.  Dannemeyer.  Yes,  but  as  you  well  know  

Mr.  NiELSON.  Mr.  Chairman,  I  would  like  10  of  those  30-second 
intervals  when  my  time  comes. 

Mr.  Dannemeyer.  You  know,  there  is  a  vast  difference  in  the 
functioning  of  public  health  between  the  function  of  statistical  and 
demographic  data  determination  and  identity  link  contact  tracing, 
and  that  is  all  the  difference  between  night  and  day  between  the 
provision  that  you  have  related  in  H.R.  4470  and  my  bill,  H.R. 
3102.  It  is  clear  to  me  that  the  recommendation  of  the  American 
Medical  Association  is  quite  clear  that  the  policy  that  should  be  im- 
plemented by  States  of  the  Union  is,  as  it  says,  reportability  of  HIV 
seropositive  patients  to  the  departments  of  public  health  of  the  50 
States  for  the  purposes  of  contact  tracing  and  partner  notification. 
That  is  the  difference. 

Dr.  McGrath,  I  would  like  to  continue,  if  I  may.  Would  H.R.  4470 
be  improved  if  a  provision  were  added  that  is  consistent  with  the 
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AMA  Recommendation  21(a)  with  respect  to  voluntary  HIV  testing 
in  various  clinical  settings?  Recommendation  21(a)  reads  as  follows: 

The  AMA  continue  to  strongly  support  the  provision  of  voluntary  HIV  testing 
with  informed  consent  for  individuals  who  may  have  come  into  contact  with  the 
blood,  semen  or  vaginal  secretions  of  an  infected  person  in  a  manner  that  has  been 
shown  to  transmit  HIV  infection. 

Among  these  persons  might  be,  one,  STD  clinic  patients;  two,  drug  abuse  clinic 
patients;  three,  those  seeking  family  planning  services;  four,  pregnant  women  whose 
sexual  or  drug  history  indicates  the  possibility  of  HIV  infection  and  newborns  of 
women  who  are  or  might  be  HIV-infected;  five,  persons  with  clinical  signs  and 
symptoms  suggesting  ifiV  infected;  six,  persons  with  tuberculosis;  seven,  persons 
who,  during  the  period  from  1978  to  1985,  received  units  of  blood  from  areas  with 
high  prevalence  of  HTV  infection;  and  lastly,  individuals  who  request  testing. 

Mr.  McGrath.  Yes,  sir,  the  bill  would  be  improved.  Further, 

might  I  say,  sir  

Mr.  Dannemeyer.  Yes. 

Mr.  McGrath.  We  have  probably  68  recommendations  in  here 
and  we  feel  both  bills  would  be  improved  by  the  incorporation  of 
just  about  all  of  those. 

Mr.  Dannemeyer.  I  thank  the  gentleman. 

I  have  some  other — Mr.  Chairman,  I  have  some  other  questions.  I 
realize  my  time  is  expired.  I  would  like  to  ask  authority  to  submit 
these  other  questions  to  the  representative  from  AMA  and  they 
can  provide  responses  in  due  course,  if  I  may  do  that. 

Mr.  Waxman.  Without  objection,  we  will  ask  that  you  respond  in 
writing  to  questions  that  members  may  submit  to  you. 

As  I  recognize  Mr.  Nielson,  I  want  to  say  how  pleased  I  am  you 
endorse  those  provisions  because  they  are  already  in  our  bill. 

Mr.  Nielson. 

Mr.  Nielson.  Thank  you,  Mr.  Chairman. 

I  have  a  number  of  questions  and  I  would  like  to  submit  some  in 
writing  as  well  that  I  won't  have  time  for. 

May  I  ask  Ms.  Richardson,  you  praised  H.R.  4080  and  H.R.  4470 
and  you  ssdd  you  endorsed  them  fully.  You  didn't  mention  H.R. 
3102.  Is  there  any  redeeming  virtue  in  H.R.  3102  or  did  you  just 
happen  to  forget  that  one? 

Ms.  Richardson.  No,  we  have  looked  at  H.R.  3102  and  we  have 
some  of  the  same  concerns  that  the  AMA  expresses  in  their  testi- 
mony regarding  that  bill  as  well. 

Mr.  Nielson.  Do  you  agree  with  Dr.  Rockett  that  there  is  some 
complimentary  in  H.R.  3102  that  could  be  combined  with  a  strong- 
er total  bill?  „        ^    r.  ^ 

Ms.  Richardson.  Not  as  wholeheartedly  as  Dr.  Rockett. 

Mr.  NiEi^ON.  I  suspected  that.     ^        ^  , 

Let  me  ask  another  question  to  Dr.  McGrath.  You  seem  to  like 
H  R  4470  pretty  well  and  I  like  parts  of  it  myself.  However,  it  does 
say  something  about  States  receiving  grants  have  to  provide  a  pro- 
gram of  HIV  contact  tracing  to  the  extent  appropriate. 

How  would  you  define  "extent  appropriate  ? 

Mr  McGrath.  If  you  give  me  a  second,  sir,  we  will  try  to  get  the 


^^We^take^that  to  mean  to  the  extent  appropriate  by  the  local 

health  authority.  .     ^    ,  u  x 

Mr.  NiEi^ON.  Do  you  have  any  estimates  how  much  it  might  cost 
States  to  provide  Medicaid  coverage  for  HIV-related  health  cases? 
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Mr.  McGrath.  Did  I  not  hear  the  chairman  give  a  figure  of 
something  like  $2.8  biUion  or  something  this  morning  that  came 
from  the  

Mr.  NiEUSON.  Would  you  like  to  

Mr.  McGrath.  That  is  over  a  5-year  period. 

Mr.  NiELSON.  Would  you  like  to  also  make  your  own  estimate  of 
that,  as  well? 

Mr.  McGrath.  I  would  be  totally  unqualified  to  do  that,  sir. 
Mr.  NiELSON.  Would  your  organization  try  to  come  up  with  a 
figure  like  that? 

Mr.  McGrath.  Yes,  sir,  we  will  certainly  address  ourselves  to 
that. 

Mr.  NiEi^ON.  Let  me  ask  another  question  in  that  regard.  As  I 
recall  the  catastrophic  health  care,  one  of  the  objections  a  lot  of 
people — senior  citizens  had  is  that  they  had  to  care  for  people  who 
had  disabilities,  and  most  of  the  AIDS  victims  qualified  for  disabil- 
ities under  the  Medicaid — under  the  Catastrophic  Health  Care  bill 
and  the  senior  citizens  were  not  opposed  to  having  help  for  those 
people,  but  they  didn't  think  they,  themselves,  should  have  to  bear 
that  burden.  That  is  one  of  the  many  objections  to  the  Catastrophic 
Health  Care  bill. 

Because  that  is  the  csise,  I  think  it  is  important  that  we  know 
how  much  it  is  going  to  cost  and  who  should  bear  it.  My  main  con- 
cern is,  if  we  treat  it  as  a  disability  for  Medicaid  purposes,  why  do 
we  not  do  that  for  other  diseases,  such  as  leukemia  or  other  things 
which  are  life-threatening?  Why  don't  we  make  those  disabilities?  I 
am  not  talking  about  discrimination.  I  am  talking  about  compara- 
bility in  this  case. 

Mr.  McGrath.  We  believe,  sir,  there  is  comparability.  Right  now, 
AIDS  qualifies  as  a  disability  and  we  are  only  talking — the  chair- 
man is  only  talking  in  extending  the  period. 

Mr.  NiELSON.  Does  leukemia  qualify  as  disability? 

Mr.  McGrath.  Certainly  if  one  were  to  meet  all  the  other  qualifi- 
cations for  incorporation  in  the  Medicaid  program,  it  would. 

Mr.  NiELSON.  Does  a  pacemaker  in  my  heart  qualify? 

Mr.  McGrath.  Yes,  if  the  person  were  eligible  for  the  Medicaid 
program,  I  believe  that  it  would. 

Mr.  NiELSON.  So  you  are  not  setting  a  new  precedent,  you  don't 
believe? 

Mr,  McGrath.  No,  we  do  not,  sir. 

Mr.  NiELSON.  Okay.  You  mentioned  you  didn't  object — you  liked 
some  parts  of  H.R.  3102,  but  you  objected  to  the  fact  that  they 
should  be  called  sexually  transmitted  diseases.  Would  you  like  to 
elaborate  on  that?  What  are  the  consequences — what  are  the  po- 
tential dangers  you  see  in  requiring  States  to  list  it  as  a  sexually 
transmitted  disease? 

Mr.  McGrath.  The  risk  is  not  that  States  will  do  so,  but  that 
there  be  a  Federal  mandate  that  all  States  do  so  in  some  uniform 
sort  of  way,  and  the  risk  would  be,  as  your  own  questions  brought 
out  this  morning,  sir,  the  differences  there  are  between  the  States, 
such  as  Arkansas  and  what  we  heard  about  in  New  York  City  for 
the  program  to  be  effective.  We  do  not  know  what  the  sexual  trans- 
mitted diseases  and  the  implication  of  lumping  that  would  mean  in 
each  and  every  jurisdiction. 
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It  could  be  counterproductive.  It  certainly  could. 

Mr.  NiELSON.  One  question  

Mr.  McGrath.  We  want  local  jurisdiction,  sir. 

Mr.  NiELSON.  Our  time  is  gone  and  we  do  have  to  go  for  a  vote, 
but  I  do  have  to  ask  Dr.  Rickles  two  questions. 

Hemophilia  right  now— are  hemophiliacs  eligible  for  Medicaid 
presently,  under  present  law? 

Mr.  Rickles.  If  they  meet  the  other  criteria. 

Mr.  NiEi^ON.  You  suggested  we  need  to  add  specific  protections 
for  hemophiliacs  into  the  bill,  H.R.  4470.  Do  you  have  legislation  or 
suggested  language  so  we  could  do  that? 

Mr.  Rickles.  Yes. 

Mr.  NiEi^ON.  Would  you  like  to  supply  that  to  all  members  of 
the  subcommittee? 
Ms.  RocKETT.  We  would  be  pleased. 
Mr.  NiELSON.  I  appreciate  that. 

Would  expanding  Medicaid  coverage  to  include  HIV-positive  cap- 
ture many  individuals  of  hemophilia  as  well? 

Mr.  Rickles.  I  am  sorry,  could  you  repeat  that,  sir? 

Mr.  NiELSON.  Would  expanding  the  Medicaid  coverage  to  include 
HIV-positive  patients  capture  many  of  the  hemophiliacs  which  are 
not  now  eligible? 

Mr.  Rickles.  It  would  capture  a  significant  percentage.  I  can't 
give  you  specific  numbers. 

Mr.  NiELSON.  Is  the  HIV  virus  continuing  to  spread  among  hemo- 
philiacs? 

Mr.  Rickles.  They  no  longer  are  exposed  to  the  virus  through 
factor  8  or  factor  9  concentrates  which  are  now  HIV-free,  but  het- 
erosexual spread  does  continue  to  occur. 

Mr.  NiELSON.  I  had  other  questions.  I  will  submit  them  in  writ- 
ing. 

Thank  you,  Mr.  Chairman. 

Mr.  Waxman.  Thank  you,  Mr.  Nielson. 

Thank  you,  all,  for  your  testimony  today.  We  look  forward  to 
working  with  you  on  this  legislation. 

That  concludes  the  hearing  for  today  and  we  stand  adjourned. 
[Whereupon,  at  1:21  p.m.,  the  hearing  was  adjourned.] 
[The  following  statement  was  submitted:] 

Statement  of  the  Association  of  American  Physicians  and  Surgeons 

Although  the  stated  purpose  of  this  legislation  is  to  prevent  AIDS,  its  actual  effect 
will  be  to  prevent  the  control  of  the  human  immunodeficiency  virus  [HIV]  by  imped- 
ing diagnosis  and  blocking  implementation  of  proved  public  health  measures. 

Of  greatest  concern  is  section  2601,  the  requirement  that  testing  be  done  only 
with  written,  informed  consent,  and  after  extensive  counseling. 

Such  a  requirement  would  mandate  ignorance  m  precisely  those  situations  that 
most  urgently  call  for  a  timely  and  accurate  diagnosis:  (1)  a  patient  who  is  uncon- 
scious or  mentally  incompetent;  and  (2)  exposure  of  another  person,  such  as  a  sexual 
partner  or  health  care  worker.  The  irrationality  of  this  requirement  is  made  readily 
anoarent  in  later  portions  of  this  same  law.  Section  2643  establishes  cml  monetary 
penalties  for  knowing  or  negligent  violation  of  section  2641,  which  requires  notifica- 
Son  of  an  emergency  response  employee  in  the  event  that  an  infectious  disease  15 
diagnosed  Yet,  according  to  section  2642,  medical  facilities  shall  not  be  authorized 
orTequired  to  test  for  any  infectious  disease.  All  emergency  workers  know  that  they 
might  have  been  exposed  to  an  infectious  disease.  When  counseled  after  a  needle- 
stick  mjury,  what  they  most  want  to  know  whether  they  actually  have  been  exposed 
to  a  particular  disease. 
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Failure  to  test  patients  whose  blood  might  have  infected  another  person  is  most 
commonly  justified  by  asserting  that  (1)  the  risk  of  transmission  is  "low"  and  (2) 
there  is  'nothing  that  can  be  done  about  it  anyway."  Both  of  these  assertions  are 
false. 

What  is  the  risk  of  infection  resulting  from  an  occupational  exposure?  Because  of 
the  scarcity  of  data  (due  to  failure  to  test  an  adequate  number  of  persons),  estimates 
are  subject  to  considerable  uncertainty.  But  it  is  clear  that  the  risk  varies  greatly, 
depending  on  the  results  of  the  source  patient's  HIV  test. 

The  risk  of  acquiring  HIV  after  a  single  stick  with  an  HlV-contaminated  needle  is 
about  1  in  250. 

If  the  source  patient's  blood  test  is  negative,  but  the  patient  is  in  a  very  high  risk 
group  (say  one  with  a  50  percent  prevalence  of  infection — e.g.  the  gay  male  popula- 
tion of  many  communities),  the  risk  of  acquiring  HIV  after  a  needlestick  is  about  1 
in  10,  000. 

If  the  source  patient's  blood  test  is  negative  and  the  patient  is  a  randomly  select- 
ed member  of  the  US  population,  the  risk  of  acquiring  HIV  after  a  needlestick  is 
less  than  1  in  a  million. 

The  difference  between  a  1  in  250  risk  and  a  1  in  10,000  or  1  in  1,000,000  risk 
might  be  highly  significant  to  a  worker  who  is  faced  with  deciding  what  to  do  after 
an  exposure.  TTie  alternatives  include:  (1)  doing  nothing  except  possibly  having  his 
or  her  own  blood  test  checked;  (2)  abstaining  from  sexual  activity  for  a  prolonged 
period,  pending  test  results;  (3)  avoiding  pregnancy;  (4)  avoiding  breastfeeding;  (5) 
immediately  starting  prophylactic  treatment  with  zidovudine,  an  expensive,  toxic 
drug  that  might  decrease  the  risk  of  infection  (and  might  cause  later  cancer  or  birth 
defects);  (6)  using  condoms  for  a  prolonged  period.  CHie  last,  while  often  touted  as 
the  best  solution,  is  morally  objectionable  to  many  persons  and  has  an  unknown 
failure  rate,  perhaps  17  percent  according  to  one  study.) 

To  keep  the  numerical  risks  in  perspective,  it  is  helpful  to  remember  that  the 
Clean  Air  Bill  proposes  to  shut  down  any  industrial  facility  that  subjects  its  most 
exposed  worker  to  a  greater  than  1  in  10,000  hypothetical  risk  of  future  cancer. 

Presumably,  the  rationale  for  the  written  consent  requirement  is  to  protect  pa- 
tients against  a  variety  of  supposed  dire  consequences  of  the  test  itself.  In  actuality, 
the  consent  form  is  itself  useless  for  this  purpose  unless  it  prevents  testing.  (Consent 
forms  are  generally  intended  to  protect  physicians  and  hospitals  against  liability.) 
Protection  agaii^t  harm  due  to  breach  of  confidentiality  needs  to  be  assured  by 
methods  other  than  enforcement  of  ignorance.  The  protection  offered  by  ignorance 
is  only  temporary,  as  the  disease  will  almost  certainly  manifest  itself  in  due  course. 
And  the  tradeoff  may  be  highly  disadvantageous  to  the  patient:  an  illusory  protec- 
tion bought  with  a  delay  in  diagnosis  and  the  consequent  omission  of  treatment  that 
could  retard  the  development  of  frank  AIDS. 

Section  2603  establishes  elaborate,  expensive  requirements  for  counseling  that 
will  discourage  testing  or  make  it  impossible  in  certain  instances  (e.g.  an  uncon- 
scious or  mentally  incompetent  patient  cannot  be  counseled).  Yet  when  counseling 
is  done,  the  single  most  important  piece  of  information  is  the  results  of  the  HIV 
test.  And  the  most  important  action  is  the  notification  of  the  seropositive  patient's 
contacts,  in  a  manner  that  preserves  confidentiality. 

Neglect  of  contact  tracing  can  have  startling  consequences.  If  each  infected  person 
transmits  the  infection  to  one  other  person  each  year,  a  single  case  can  lead  to  1,024 
cases  in  ten  years.  (The  first  year,  one  case  becomes  two;  the  second  year,  two  cases 
become  four;  the  third  year,  there  are  eight;  and  so  on.) 

Early  results  of  partner  notification  programs  for  HIV  infection  are  promising. 
The  Colorado  Department  of  Health  estimated  that  each  $1  invested  in  partner  noti- 
fication would  save  $5  in  direct  medical  care  costs  alone  (Consultant,  June,  1989,  pp. 
43-46).  A  program  in  South  Carolina  found  that  contact  tracing  was  an  efficient  use 
of  HIV  testing,  with  13  percent  of  contacts  testing  positive.  This  program  seemed  to 
bring  about  significant  behavioral  changes  (JAMA,  June  24,  1988,  pp.  3563-3610). 
Partner  notification  programs  have  warned  many  persons,  especially  women,  who 
otherwise  would  have  been  unaware  that  they  were  at  high  risk  of  infection.  The 
principal  argument  advanced  against  such  programs  is  that  they  cannot  locate  all 
contacts.  Such  an  argument  could,  of  course,  be  used  to  deny  any  benefit  to  any 
person  if  it  could  not  be  guaranteed  to  all.  The  fear  of  breaches  of  confidentiality  by 
public  health  officers  is  so  far  a  hyiKjthetical  one;  in  any  case,  blinding  and  gagging 
the  public  health  officer  is  not  the  appropriate  response. 

Although  this  legislation  mentions  contact  tracing,  to  the  undefined  "extent  ap- 
propriate in  the  determination  of  the  [State  public  health]  officer,"  it  does  not  re- 
quire confidential  reporting  of  information  sufficient  to  locate  the  infected  individ- 
ual so  that  the  contact  tracing  can  be  done. 
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Section  2608(b)  prohibits  an  applicant  for  a  grant  from  requiring  patients  to  un- 
dergo testing  as  a  condition  for  receiving  health  services  "unless  such  testing  is 
medically  indicated  in  the  provision  of  the  health  services  sought  by  the  individual." 

This  provision  is  open  to  interpretation  that  should  be  chilling  to  any  person  or 
institution  offering  health  services.  Like  diabetes  or  coronary  artery  disease,  infec- 
tion with  HTV  is  a  pertinent  part  of  the  medical  history  regardless  of  the  reason  for 
seeking  medical  treatment  in  any  particular  instance.  If  treatment  has  an  adverse 
outcome  that  might  have  been  averted  by  prior  knowledge  of  these  conditions,  the 
physician  is  accountable  for  the  tort  of  failure  to  diagnose.  Further,  an  accidental 
exposure  to  the  patient's  blood  has  profound  implications  for  the  affected  worker. 
Besides  the  risk  of  contracting  a  fatal  disease,  there  is  the  risk  of  infecting  others, 
even  before  the  worker's  own  blood  test  becomes  positive.  To  minimize  that  risk 
might  require  radical  changes  in  lifestyle.  Demanding  that  any  worker  face  this 
prospect  without  allowing  access  to  the  best  available  information  is  an  unconscion- 
able violation  of  the  worker's  civil  liberties.  Subjecting  another  human  being  to  risk 
of  lethal  harm  without  his  or  her  knowledge  and  consent  is  not  acceptable  behav- 
ior— not  even  for  a  person  who  is  himself  a  victim — and  should  not  be  sanctioned  by 
law. 

Because  we  do  not  yet  know  the  extent  of  the  epidemic  of  HIV  disease,  the  poten- 
tial cost  of  this  section  is  incalculable.  And  the  cost  mounts  with  each  delay  in  the 
decision  to  treat  HIV  disease  like  an  infectious  disease. 

At  the  present  time,  cutbacks  in  other  areas  of  the  Medicare  and  Medicaid  pro- 
grams are  driving  hospitals  into  bankruptcy.  Blue  Cross/Blue  Shield  of  Kentucky, 
the  federal  Medicare  carrier,  recently  cut  coverage  for  surgeons'  fees  by  an  average 
of  30  to  40  percent.  An  open-ended  expansion  of  benefits  to  victims  of  one  particular 
disease  cannot  be  justifi^  at  a  time  when  patients  with  diabetes,  heart  disease,  and 
cancer  are  facing  dramatic  cuts.  Medicare  patients  may  pay  with  their  lives  for  zido- 
vudine and  other  treatments  for  AIDS  victims. 

The  Association  of  American  Physicians  and  Surgeons  supports  legislation  (such 
as  H.R.  3102)  that  calls  for  uniform  treatment  of  all  communicable  and/or  sexually 
transmitted  diseases,  including  the  implementation  of  standard,  proven  public 
health  measures. 

The  Association  is  opposed  to  H.R.  4470  because  it  creates  additional  costly  mi- 
pediments  to  the  diagnosis  and  containment  of  HIV  infection.  Its  cost  should  be 
measured  not  only  in  dollars  but  in  lives  and  in  the  loss  of  civil  liberties  by  persons 
exposed  to  the  virus.  . 

The  Association  believes  that  all  persons  are  entitled  to  equal  protection  under 
the  law.  Emergency  response  and  other  health  care  personnel  deserve  the  same  con- 
sideration as  workers  in  other  industries.  H.R.  4470  denies  them  this  right.  Other 
contacts  of  infected  persons,  such  as  inmates  in  the  same  prison,  rape  or  assault  vic- 
tims, and  sexual  contacts,  deserve  the  same  protection  against  HIV  disease  that 
they' automatically  receive  from  the  public  health  department  if  the  threat  is  tuber- 
culosis, syphilis,  measles,  or  other  contagious  disease.  H.R.  4470  would  further  codify 
the  present  discriminatory  treatment  of  persons  who  are  unknowingly  or  unwill- 
ingly exposed  to  HTV  disease.  J      .  ,j  r 

It  is  time  to  set  aside  political  considerations  that  have  already  caused  untold  sut- 
fering  and  preventable  loss  of  life. 
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